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Introduction to the Portfolio for the PsychD in Clinical Psychology
The work completed for the PsychD in Clinical Psychology has been compiled into a 
portfolio consisting of two volumes. Volume I is comprised of the academic dossier, 
which contains five essays covering four of the core training areas and one specialist 
topic; the clinical dossier, containing summaries of all the placements undertaken 
during the three years of training and summaries of five case reports; and the research 
dossier which includes the service related research project, the extended literature 
review and the major research project.
Volume II contains all the documentation and written work pertaining to the clinical 
aspect of the PsychD in Clinical Psychology. The five case reports are presented in 
their entirety providing case material from clients during each of the four core 
placements and one from a specialist placement. For each of the six placements 
undertaken, contracts, logbooks of clinical experience and evaluation forms are 
included. Due to the confidential information contained within Volume U, it will be 
kept within the Department of Psychology at the University of Surrey.
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Introduction
Eating Disorders have the potential to reek havoc; both with the life of the individual 
and for those also involved. Like other psychiatric conditions, they can become all 
encompassing, but they have the added complication of the ensuing physical risks 
which go hand-in-hand with the rejection of food. Treating the disorder effectively is 
essential, not only to relieve the individual of the psychological distress caused by the 
illness but also to lessen the chance o f long-term physical complications. Indeed, the 
highest mortality rates for any psychiatric condition can be seen in eating disorders.
The Diagnostic and Statistical Manual of Mental Disorders -  Fourth Edition (DSM- 
IV) recognises four categories of eating disorders: Anorexia Nervosa (AN), Bulimia 
Nervosa (BN), Binge Eating Disorder (BED) and Eating Disorder Not Otherwise 
Specified (EDNOS). This essay will focus on Anorexia Nervosa and Bulimia 
Nervosa. This is not to say that the other two categories are less important or 
distressing. Rather, that EDNOS as a classification for unspecified eating problems 
does not lend itself easily to empirical investigation of this sort and BED as a 
relatively new category is still in its infancy in terms of research (Wilfley, 1997).
Anorexia is a disorder identified by extreme weight loss and a pathological fear of 
weight gain. To be given a diagnosis of anorexia, the individual needs to experience a 
distortion in the way that her* shape is perceived and to judge her self-worth in terms 
of over-valued ideas of shape and weight. In contrast, bulimia is characterised by 
frequent episodes of out of control eating followed by compensatory strategies to 
avoid the consequent weight gain such as vomiting, laxative/diuretic abuse or 
exercise. As with anorexia, self worth is measured in terms of shape and weight. 
There is a degree of overlap with the symptomatology and some patients will 
experience shifts between periods of being in extreme control of their eating to having 
episodes of bingeing and purging.
* For ease o f  reading, and to represent the higher proportion o f  fem ales with eating disorders, the 
fem ale pronoun has been used throughout this essay.
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The aetiology of these disorders is not fully understood and many theories abound 
which are not necessarily mutually exclusive. Indeed, most theorists and clinicians 
working with eating disorders would subscribe to the biopsychosocial model whereby 
aetiology is understood in the interplay between personality, environmental, 
sociocultural and physiological factors.
The first part of this essay will briefly outline the theories behind Cognitive 
Behavioural Therapy (CBT) and Systemic Therapy (ST) and how each proposes to be 
applicable in the treatment of eating disorders. The main part of this essay will focus 
on the research evidence for the effectiveness of CBT and ST, firstly in the treatment 
of anorexia and then bulimia. An attempt will be made to compare and contrast the 
efficiency of the two therapies but the lack of research evidence determines a degree 
of speculation. As no studies exist which directly compare CBT with ST, it has been 
necessary to look at research that discusses either treatment but with other forms of 
therapy as the comparison.
Cognitive Behaviour Therapy
The development of cognitive behaviour therapy can be traced back to the 1960’s 
where it began to be recognised as a valuable addition to the already established, but 
limited, capacities of behavioural intervention. Aaron Beck’s work in the treatment of 
depression highlighted the importance of thoughts (cognitions) in the maintenance of 
the disorder. He showed us how thoughts have the ability to influence both feelings 
and behaviour, and how dysfunctional thoughts can maintain maladaptive behaviours. 
In treatment, the theory aims to make this link explicit to the client and to work 
collaboratively to examine and challenge dysfunctional thoughts using both 
behavioural and cognitive techniques.
Many cognitive distortions or dysfunctional assumptions can be seen in both anorexia 
and bulimia such as the overvalued ideas of shape and weight, the perceptual 
distortions of body image and the often accompanying drive for perfectionism at all 
costs.
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Systemic Therapy
Broadly speaking, Systemic Therapy is the name given to a style of therapeutic 
conceptualisation and intervention whereby the presenting problem is understood in 
the context of the ‘system’ that the individual is living in. Bennun (1988) outlines the 
two basic assumptions of systemic thinking,
“A  fundamental premise within system s theory is that the problem s that brings individuals into 
treatment persist only if  they are maintained by the on-going current behaviour o f  the patient and the 
others with whom  they interact. If the problem maintaining configuration can be altered, the nature o f  
the problem  too will change.”
The ‘system’ that we live in and are immediately responsive to is the ‘family’. 
Consequently, Systemic Therapy is often referred to as ‘Family Therapy’ and these 
interchangeable terms need to be taken into consideration when reviewing the 
literature. As a generic term, there have been many schools of thought which have 
sprung up around the concept. Indeed, anorexia as a disorder generated much of the 
interest in the development of understanding family dynamics and research in the area 
can be seen as far back as the 1960’s with Minuchin’s work in psychosomatic 
disorders (cited in Dare, Eisler, Colahan, Crowther, Senior & Asen 1995). The team 
at the Maudsley Hospital in London has carried out much of the more recent research. 
The techniques that they have tested have grown out of their understanding of past 
theoretical contributions. An important shift in thinking has taken place, however. 
The belief that the characteristic dysfunctional patterns of family interaction may 
cause anorexia has changed. A more cautious understanding of the style of 
interaction is considered now as something that takes place when a family is 
confronted with a life-threatening illness of this nature but then serves to maintain the 
problem (Dare & Eisler, 1997).
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Anorexia Nervosa
The Effectiveness o f Systemic Therapy
In 1985 the team at the Maudsley Hospital, London (Russell, Szmukler, Dare & 
Eisler, 1987) undertook a study to evaluate the effectiveness of family therapy in a 
population of eating disordered clients. Following a period of inpatient admission to 
restore weight to a healthy range, the participants were randomly assigned to one of 
two therapeutic interventions: family or a non-specific individual therapy. This 
resulted in 41 patients being allocated to family therapy and 39 to individual 
supportive therapy (1ST). To control for the factors which may affect response to 
treatment, the participants were then divided into four subgroups to examine for this: 
low weight bulimia nervosa, anorexia with onset before 19 years old and duration less 
than three years, anorexia with onset before 19 years and duration of illness more than 
3 years and lastly, anorexia with age of onset 19 years or older.
The family therapy involved all members of the patients’ family, and work was aimed 
at engaging them, stressing the seriousness of the illness and helping them work 
together consistently. The therapist looked carefully at the organisation of the family 
around the symptoms of the patient with the hypothesis in mind that the current 
familial functioning might be a contributing factor in the maintenance of the disorder.
The 1ST worked from the hypothesis that the anorectic symptoms play a role in the 
individuals developmental and interpersonal functioning. In the first instance, therapy 
focused on the patient’s weight, moving on to education about the disorder and its 
effects. It maintained a supportive and problem-centred approach by helping the 
patient to examine and understand her own attitudes. The patient was also encouraged 
to look at the affect her symptoms had on her interpersonal relationships both with her 
family and her friends.
To assess change in relation to the therapeutic interventions, measures were given to 
the participants firstly on admission to hospital, at the end of treatment and again at a 
one year follow-up meeting. The Morgan and Russell Scales for Anorexia Nervosa 
and the Morgan and Russell scale for Bulimia Nervosa formed part of the assessment
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battery. These scales are administered as a detailed structured interview which allows 
information to be gathered about nutritional status, menstrual function, mental state, 
psychosexual adjustment and socioeconomic status. Due to the differences between 
bulimia and anorexia, the bulimic scale identified the presence and frequency of binge 
eating and vomiting *. In addition, the other information collected was body weight, 
need for readmission to hospital and a measure looking at symptoms such as 
depression and obsessionality.
These measures confirmed the initial hypothesis that duration of illness and time of 
onset may play an important role in the response to treatment. It was seen that family 
therapy was the most effective treatment for patients who developed the illness early 
and had not become chronic. This was seen in their ability to maintain their weight 
and significantly higher scores along all dimensions of the Morgan-Russell scales in 
comparison with the matched group who received individual work. Individual 
supportive therapy was seen to be more effective for those who developed the illness 
at a later age but the benefits were not so large as the above mentioned group. They 
were able to maintain their weight but no significant changes were seen in the clinical 
dimensions. Interestingly, patients whose illness had started before the age of 18 and 
had lasted for more than 3 years and patients with severe bulimia nervosa did not 
respond to either of the treatments.
Interpretation of these results is important when thinking of the actual efficacy of the 
treatment. Whilst the above reported findings do appear to offer pockets of positivity 
in the treatment of anorexia^ it is worth highlighting that throughout the course of the 
study 15 of the 41 patients assigned to the family therapy treatment group and 13 of 
the 39 patients in the 1ST group dropped out of treatment. No consideration is given 
in the write up of the study as to how many subjects were needed for each group for 
there to be enough statistical power to run the project effectively. With the drop-out 
rate and the division on the participants into four further subgroups it is conceivable 
that this paper could be in danger of making a type II error of not having enough 
participants to identify changes. The positively reported finding that the late onset,
* W hilst this section is concerned with the treatment o f  anorexia, bulim ia is m entioned here due to its 
inclusion in the research paper under discussion.
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short duration group benefited significantly from the individual therapy can also be 
questioned. This assumption is made due to the maintenance of weight at the one year 
follow-up but no changes were seen in any of the clinical dimensions of the Morgan- 
Russell scale. Whilst this group did maintain a weight, it is arguable that the mean 
weight of 79.9 percent of actual body weight that this group achieved is not a healthy 
weight. This is supported by the lack of change on the Morgan-Russell scales for the 
dimension looking at menstrual functioning. Recommencement of menstruation is an 
indication that a woman has returned to a healthy weight and this was not seen in this 
group. Evidence of statistical difference between treatments must be taken cautiously. 
Just because one treatment is better than another does not necessarily mean that the 
best treatment is good enough.
For the above treatments to be considered effective, participants would need to 
maintain a healthy weight over time. A five-year follow-up was carried out (Eisler, 
Dare, Russell, Szmukler, Le Grange & Dodge, 1997) on the participants of the above 
study to assess for lasting benefits from the treatments they received. The patients 
were weighed and the same clinical information gathered from the Morgan-Russell 
scales. The measures reported that the early-onset, short duration group had continued 
to maintain and indeed, increase their body weight so that after 5 years the mean 
weight of these groups was within the average range. The difference between the 
family therapy and individual therapy for the weight outcome was no longer 
significant. For the outcome on the clinical dimensions, the early-onset, short 
duration group who had received the family therapy were still showing significantly 
better, out come on the overall and menstrual functioning scores than the group who 
had received individual therapy.
The group with late onset anorexia, a sample group of only 14 participants, also 
showed a continued weight gain over the course of the five years towards a much 
healthier mean weight of 97% in the individual therapy group and 90% in the family 
therapy group. Again, the difference between the two groups is not statistically 
significant. In terms of the clinical dimensions, mental state and psychosexual 
functioning was statistically higher for the group who had received individual therapy 
as opposed to the family therapy group. Menstrual functioning was nearing
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significance. The write up does emphasis the small sample number for this group 
which decreases the power and therefore the ability to see statistical differences. It 
was felt that the therapeutic interventions had achieved the change over and above the 
natural outcome of the disorders.
The change over time in weight, psychosexual functioning and mental state for the 
late onset group who had received individual therapy is a confusing finding. It is also 
worth noting the lessening of difference between the outcomes of family therapy and 
individual therapy for these two groups. It could be that the individual therapy begins 
a process of change that takes place slowly over the course of time.
Poor outcome results were seen as expected for the two remaining subgroups, the 
early onset, long duration anorexia and the severe bulimia.
A second study carried out at the Maudsley (Dare, Eisler, Colahan, Crowther, Senior 
& Asen, 1995; Russell, Dare, Eisler & Le Grange, 1992) looked exclusively at 
patients who were 18 years and older. The participants were allocated to three 
different therapy trials, Family Therapy, Individual Psychoanalytic Psychotherapy and 
Individual Supportive Psychotherapy. Due to the age of the group, the Family 
Therapy used differed in that it was more oriented to helping the family progress 
smoothly through developmental life-cycle changes as opposed to directly addressing 
the eating problem. The results showed that family therapy was most effective for 
those whose anorexia had begun in adolescence and those with low-weight bulimia. 
A 5 year follow-up is currently being carried out to look at the lasting results of these 
findings. Because the participants were all adults in this study, Russell et al. (1992) 
tentatively conclude that family therapy may be just as beneficial for those who are no 
longer young when they receive it if there illness started in adolescence.
The Effectiveness o f Cognitive Behaviour Therapy
Whilst anorexia nervosa has been conceptualised in cognitive behavioural terms for a 
number of years (Bruch, 1973; Gamer & Bemis, 1982, 1985: cited in Fairbum, 
Shafran & Cooper, 1999) there has been almost nothing in the way of research to look 
at the efficacy of applying the theory to treatment. It has been suggested that the
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paucity of research in this area may be due to anorexia actually being quite a rare 
disorder. Other reasons include the length of time it takes to treat it leads to greater 
risk of drop-out and the fact that patients with anorexia are far more likely to resist 
change (Fairbum, 1997).
The cognitive theory of anorexia put forward by Gamer and Bemis (1982, 1985) has 
been tested by virtue of one controlled study carried out by Channon, De Silva, 
Hemsley and Perkins (1989). The participants were assigned to one of three treatment 
groups: cognitive-behavioural, behavioural and control. The cognitive-behavioural 
treatment focused on diary keeping, education and challenging dysfunctional 
thoughts. The behavioural treatment consisted of establishing graded hierarchies and 
exposure to feared foods and situations. The control groups were given half-hour 
treatment sessions weekly with the focus on weight restoration using techniques 
which were ‘eclectic in orientation, drawing upon principles derived from a range of 
treatment approaches’ (Channon et ah, 1989).
The hypothesis that the cognitive-behavioural group would show improvement over 
and above the other two treatments was not bom out. This evidence needs however to 
be taken cautiously considering the small sample size of 8 participants for each 
treatment. The control group was not well specified and with the ‘eclectic’ approach 
the therapists may well have been using elements of behavioural and cognitive 
approaches limiting the differences between them.
Fairbum, Shafran and Cooper (1999) have recently put forward a simpler cognitive- 
behavioural theory of anorexia with the aim that it will be more amenable to empirical 
investigation. Fairbum has considered the theories put forward by Gamer and Bemis 
and Slade (1982) and has suggested that the central feature of the model should focus 
on what maintains the disorder and this should be the anorectics extreme need to 
control her eating. He argues that the theory does not need to encompass an account 
of the development of the disorder in order to be able to treat it successfully. Other 
problems associated with anorexia such as low self-esteem, difficulty recognising and 
expressing emotions, inteipersonal problems and family difficulties do not need to be 
tackled unless they prevent change. Fairbum et al. extracts some of the important
10
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features of anorexia which, technically, should be amenable to cognitive change. 
These include, hypervigilance which leads to the magnification of body distortion and 
information processing biases that provide the individual with information reinforcing 
their concerns.
Discussion
Some evidence for the effectiveness of systemic therapy in the treatment of anorexia 
has been examined here. Evidence for the effectiveness for CBT for anorexia does not 
exist and its efficacy can only be considered theoretically. It is difficult to draw 
comparisons and contrasts between the two therapies when no research has directly 
tackled this.
Be it through theory or practice, neither of these approaches directly takes into 
account the egosyntonic nature of anorexia. This means that the individual is happy 
with her current state, even to the point of positively valuing it. From the Maudsley 
research it has been shown that family therapy is more likely to be beneficial if the 
patient is under 19 at the time of treatment or was an adolescent at the time of onset. 
As systemic theory suggests, the family can become very involved with the symptoms 
of anorexia and whilst the patient remains under the care and influence of her family it 
could be argued that the egosyntonic nature of the disorder is more amenable to being 
challenged. Particularly if the symptoms are perceived by the sufferer to be causing 
anxiety, arguments and difficulties amongst those who mean most to her. This is 
opposed to when the development of the disorder takes place after the separation of 
the child from the family and the impact of the symptoms on others is lessened.
Anorexia is an illness that takes over the individual; it becomes their identity and 
fulfils many positive functions for them. This has been seen in the ‘friend’ and ‘foe’ 
letters written by anorectics to their anorexia (Serpell, Treasure, Teasdale & Sullivan, 
1999) whereby just as many positive as negative factors are perceived. As far as 
addressing this is concerned, the systemic therapy by its very nature appears to be able 
to incorporate it to some degree with the exception of the late onset anorexic group.
11
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Would Cognitive Behavioural Therapy show similar effective outcomes? CBT is 
primarily concerned with the collaboration between client and therapist in defining the 
problem and working towards goals. If the client does not believe that the eating 
disorder is a problem, the Fairbum et al. model does not provide ways and means of 
highlighting it as so. This is a common occurrence when working with anorexia at a 
clinical level. If you cannot easily engage a patient to work in a particular way it 
becomes very difficult to study the outcome and may be one more reason why so far 
only one attempt at an outcome study has been made.
Bulimia Nervosa
The Effectiveness o f Cognitive Behaviour Therapy
The model of CBT for bulimia was first put forward in 1981 by Fairbum. He 
proposed that attitudes towards shape and weight were the primary maintaining 
features of the disorder. Treatment would therefore need to use behavioural and 
cognitive techniques to address the bulimic behaviours, attitudes to shape and weight, 
and the co-existing cognitive distortions such as low self-esteem and extreme 
perfectionism, (cited in Wilson, 1999).
Many studies have been carried out looking at the effectiveness of implementing this 
theory in practice. Fairbum et al. have carried out a number of studies in the last 
decade, not only to look at change in symptomatology but also how enduring the 
changes are over time. They were also interested in whether it is the specific 
characteristics of CBT which are beneficial, or rather, the non-specific therapeutic 
factors which are common to many psychological treatments.
A study was carried out (Fairbum, Jones, Peveler, Carr, Solomon, O ’Connor, Burton 
& Hope, 1991) which compared Cognitive Behaviour Therapy with Behaviour 
Therapy (BT) and with Interpersonal Therapy (IPT). IPT came from America,* and 
was initially developed for the treatment of depression. It allows for a good
D eveloped  by Klerman et al. for the N ew  H aven-Boston C olaborative D epression Project
12
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comparison between itself and CBT because they share similar components. They are 
both time-limited, problem-focused and have proven records of efficacy in other areas 
of psychopathology. IPT taps specifically into interpersonal problems which have 
long been understood as a core problem with bulimia. As with CBT, IPT aims to 
focus on the ‘here and now’ and deals with current interpersonal problems. It does not 
address weight or dietary concerns, nor does it address education about the disorder as 
a CBT model would.
All the participants fulfilled a diagnosis of bulimia and were over the age of 17. They 
were given 19 treatment session over 18 weeks, moving from high intensity to less 
frequently. A power calculation was carried out before commencing the study and the 
number of participants recruited took both this and rates of attrition into consideration. 
The therapists met on a weekly basis to listen to tape recordings of the sessions and 
discuss any problems to try and minimalise the possibility of incorrect overlap 
between the therapies. Assessment took place immediately after the diagnostic 
assessment and again at the final treatment session. This was carried out by one of 
two assessors who did not know what type of treatment the participant had 
undertaken.
The following measures were used at assessment. A detailed semi-structured 
interview, the 10‘^  version of Eating Disorders Examination, was used which covers 
all aspects of eating habits and attitudes to shape and weight. Other measures 
included the Symptom Checklist-90 and the Beck Depression Inventory to examine 
for other general psychiatric history. A measure of social functioning was also taken.
It was found that both IPT and CBT were able to reduce the loss of control over 
eating which is regarded by the patients themselves to be the principle distressing 
factor in bulimia. In contrast, IPT was not able to tackle the areas which are viewed 
as less distressing by the client but clinically very important by the therapist. These
13
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are shape and weight attitudes and attempts to lose weight such as food restriction, 
vomiting and laxative abuse. Similarly, BT was able to reduce over-eating, vomiting 
and general psychiatric symptoms but was unable to alter attempts to diet or attitudes 
to shape and weight. Although all three therapeutic interventions provided relief from 
the distressing aspects of the disorder for the participants, Fairbum et al. concluded 
that the areas that the IPT and BT did not show improvement in might result in a 
vulnerability to relapse.
It was because of this that a second study was carried out (Fairbum, Jones, Peveler, 
Hope, & O’Connor, 1993). looking for the durability of the treatment effects over the 
course of a year. To be able to assess this well it is necessary for the treatment group 
to be ‘closed’ for the follow-up period. This means that no treatment is carried out 
unless it is needed on clinical grounds. In addition to the 25 subjects who were 
withdrawn from the study because of this need for more treatment or who dropped 
out, a further 10 were lost for the same reasons at the time of follow-up. This means a 
total of 35 out of the 75 participants had not satisfied the research protocol.
Information of those who do ‘drop-out’ is often useful to make ad hoc comparisons. 
Unfortunately, little information is given here regarding this subgroup. We are told 
that those who dropped out continued to have severe bulimic symptoms but there is no 
mention of how their psychopathology scores compare to those who did not drop out. 
It would be an interesting hypothesis to examine if higher ideals of weight and shape 
lead to less motivation for change and subsequent self-removal from treatment.
The study concludes that the treatment changes caused by both the CBT and IPT were 
still as evident at follow-up and could be seen in all areas of functioning. Whereas 
IPT had not previously been seen to cause a shift in overvalued ideas of weight and 
shape at the end of treatment, this appeared to have taken place over the course of the 
year. This had also happened with social functioning. The BT, however, did not fare 
so well and CBT was still found to be more effective.
The authors conclude that both CBT and IPT achieved positive outcomes but by 
targeting different aspects of the bulimic symptomatology. These findings challenge
14
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the CBT assumption that attitudes towards shape and weight are the primary 
maintaining features of the disorder if bulimia can be successfully treated without this 
being addressed.
Fairbum, Norman, Welch, O’Connor, Doll and Peveler (1995) wanted to look at the 
effects of treatment over a larger lapse of time. By combining the subjects from the 
above outlined studies and from another trial which took place in the 1980’s 
(Fairbum, Kirk, O’Connor & Cooper, 1986), they were able to recruit 89 subjects. A 
mean duration of 5.8 years elapsed (range 3-11 years) before the participants were 
reassessed using the same measures. The findings were quite remarkable. One in five 
patients remained bulimic, 3 per cent had gone on to develop anorexia and a further 24 
per cent fulfilled the criteria for a diagnosis of Eating Disorder Not Otherwise 
Specified. This means that at follow-up almost half the sample had a DSM-IV eating 
disorder.
Despite this seemingly negative picture, treatment effects were still just about visible. 
Of those who had previously received BT, 86% at follow-up had an eating disorder 
compared with 37% and 28% respectively for those who had received CBT and IPT. 
It must also be bom in mind that prior to the studies into psychological treatments for 
bulimia, the course was believed to be “chronic and intermittent over a period of many 
years” (Diagnostic & Statistical Manual of Mental Disorders -  third edition, cited in 
Fairbum et al., 1995).
These series of studies offer some indication that CBT can have long-lasting success 
in about half the population of bulimics who present for treatment.
The Effectiveness o f Systemic Therapy
Whilst much has been written aboiit the ‘anorectic family’ the same interest has not 
been applied to the study of families of bulimics. As to why this may be so, the 
answer is not clear. Schwartz, Barrett and Saba (1985) see this absence from the 
literature as “partially explained by the high average age of most samples of bulimics, 
relative to anorexic samples.”
15
Adult Mental Health Essay
The family therapy carried out at the Maudsley Hospital, as described above, used a 
subgroup of severe bulimic patients in two of their studies with mixed findings. In the 
first study, neither family therapy nor individual supportive therapy showed any 
positive shift in symptoms. In contrast, a similar subgroup was seen to benefit 
significantly from family therapy but not the individual therapy in the second study. 
These findings need to be taken cautiously, not only because of the size of the group 
but also the severity of the cases indicates that this is not a representative sample of an 
average bulimic patient profile.
Theoretically, if family therapy can successfully address anorexia it should have a 
similar positive effect with a more representative sample of bulimic patients. The lack 
of direct focus on the distressing ‘out of control’ symptoms of bulimia such as the 
binge eating may mean that it is less effective. However, the interpersonal therapy, as 
described above, does not tackle this directly but was shown to alleviate such 
symptoms over the course of time.
Research into the use of CBT for bulimia began only shortly after the research into 
family therapy for anorexia. It could be that the ensuing relative success in this area 
prevented the need for researchers to look around for something else at that time.
Discussion
Again, it is difficult to compare and contrast the effectiveness of systemic therapy 
against cognitive behaviour therapy for bulimia when one side of the research is 
missing.
Hypothetically, it could be put forward that both of these approaches can have some 
success in the treatment of bulimia. But from what research has been gathered and 
discussed here it becomes apparent that something else is needed to ensure lasting and 
beneficial results for people with bulimia. CBT can offer successful treatment to 
about half of those presenting with bulimia. For the other half, CBT may provide 
initial relief but it would appear that without addressing the reason for the behaviour 
in relation to beliefs about the self and then attempting to change these underlying
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beliefs, long term recovery will not take place in those with a more entrenched 
bulimia.
It seems fair to suggest that systemic therapy would also not be enough for this patient 
population. Although understanding the family would help the therapist to place the 
underlying beliefs in context, it would be difficult to carry out the work needed to 
challenge and change these beliefs with the core beliefs of others in the room.
It has been shown that both CBT and systemic therapy can be used with a degree of 
success in the treatment of bulimia nervosa and anorexia nervosa, respectively. 
Whilst systemic therapy works for some whose disorder started in adolescence, more 
chronic cases of anorexia remain determinedly recalcitrant to treatment. Similarly, 
CBT works for only about 50% of those who present with bulimia.
This essay has attempted to discuss the areas in which these therapies fall short. For 
anorexia, the egosyntonic nature of the disorder needs to be addressed before 
successful collaborative therapy can take place. It has been suggested that systemic 
therapy deals implicitly with this in a younger population but not with older or more 
chronic cases. For the more resistant cases of both bulimia and anorexia, the 
individual’s core underlying beliefs about themselves need to be addressed for a 
lasting change to be seen in eating disordered behaviour.
The research studies discussed in this essay have provided a starting point for the 
treatment of eating disorders. In more recent years, work has begun to be carried out 
addressing the areas which CBT and systemic therapy fall short of. A number of 
leading researchers are beginning to explore the effectiveness of applying 
motivational enhancement techniques in anorexia. Further work is also being carried 
out into the core beliefs of people with bulimia with the hope that effective techniques 
for change can be developed from the findings.
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Introduction
The topic of communication is of central importance in the consideration of people 
with learning disabilities of all levels. Understanding the communication issues 
surrounding learning disability is essential to anyone who cares for or works with an 
individual with a learning disability.
This essay will explore what communication is, how language and communicative 
abilities develop in the ‘normal’ population and how this differs in a learning disabled 
population. This will be discussed because it provides valuable insight into 
understanding the potential and realities of communicative abilities of people with a 
learning disability. The essay will then consider the impact of the expectations that 
others have on these communicative abilities. Finally, the essay will explore how a 
clinical psychologist might work with the consequences of the expectations.
Firstly, it is important to establish what is meant by a ‘learning disability’. The 
classification of Learning Disability has long been a subject of widespread 
disagreement (Race, 1995). To date, the criteria set out by the American Association 
on Mental Retardation (AAMR) is the most widely accepted. This criteria outlines the 
necessity for substantial deficits in present intellectual functioning and adaptive skills 
(Luckasson, Coulter, Polio way, Schalqck, Snell, Spitalnik and Tark, 1992; cited in 
Hatton, 1998). This criteria does not specify levels of cognitive impairment. In 
providing working categories to conceptualise the continuum of impairment, IQ 
scores are usually used. Again, there is not one definitive scale that is agreed upon but 
the International Classification of Diseases (ICD), produced by the World Health 
Organisation, is a classification system widely used. These criteria can be seen in 
Figures 1 and 2 (Hatton, 1998).
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Figure 1. AAMR 1992 Definition of Mental Retardation’
Mental Retardation refers to substantial limitations in present functioning.
It is characterised by significantly subaverage intellectual functioning, existing 
concurrently with related limitations in two or more of the following adaptive skill areas: 
Communication 
Self-care 
Home living 
Social Skills 
Community Use 
Self-direction 
Health and safety 
Functional academics 
Leisure 
Work
Mental retardation manifests before the age of 18.
Figure 2. Levels of intellectual disability (ICD -1 0  classification)
IQ
Mild 50 -  70
Moderate 3 5 -4 9
Severe 2 0 -3 4
Profound < 20
Communication 
What is communication?
Communication is the term given to the informative interaction that takes place 
between people. It allows us to be part of a social network, be that on a larger global 
scale or on a more intimate level with those closest to us. It helps us stay informed of 
changes in the world around us and in our more immediate environment. This allows 
us to make informed choices of our position in it. Communication is the main vehicle 
for learning and, consequently, aids meaningful change and adaptation. Without
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effective communication skills the world becomes something that happens around 
one, controlled and defined by others. As an observer and not a participant, the 
chances of accessing all that can provide fulfilment to human beings is greatly 
diminished or even extinguished.
Whilst language plays an enormous part in communication they are not the same thing 
(Remington, 1998). Communication also encompasses non-verbal methods of 
transmitting and receiving information such as signing, gesturing, using pictorial 
symbols, body language and even through behaviour itself. In understanding 
language, it can be broken in to four categories: phonology, the perceptual motor units 
of language; semantics, the meanings of the words used; syntax, the grammatical 
arrangement of words and pragmatics, the influence of linguistic cues on behaviour. 
Remington makes the point that whilst a linguist would be concerned with 
understanding all of the above, a psychologist places “a major theoretical emphasis on 
pragmatics, in other words, on communication”. He goes on to say that language does 
not need to be involved in intentional communication if a purposeful action achieves 
“social influence and control”.
It is important at this stage to distinguish between receptive and expressive language. 
Whilst these terms are generally used in regard to language, they also apply to the 
broader arena of communication. Communication is an interactive process, taking 
place between more than one individual. Receptive communication is the ability to 
understand incoming information, be that through the use of language or other 
methods outlined above. Expressive communication is the ability to use verbal or 
signed information that can be understood by one’s listeners. Included in this is the 
understanding that the output needs to be organised in such a way that it is suitable for 
the capabilities of the listener. - "
Keman and Sabsay (1997) make the point that in mildly retarded individuals there 
seem to be two areas which are difficult; the communication of intended meaning, 
particularly in connected discourse and the appropriate conduct of social interaction. It 
is not only about understanding and being able to assemble meaningful and 
informative communicative output but also about knowing when to use it.
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The development o f communication
In 1957, Chomsky put forward the notion that the human capacity for learning 
language was genetically predetermined. If an individual were organically intact then 
a ‘language acquisition devise’ would be activated during the developmental period. 
A defining feature of learning disability, therefore, was the absence of a fully 
functional language acquisition devise. Consequently it was not deemed possible to 
help the development of language abilities in this population (cited in Price, 1997).
In the 1970’s researchers began to understand language development in a social 
context whereby communication evolves only if there is purpose to it (Bates, 1976: 
Haliday, 1976; cited in Price, 1997). Even in the earliest stages of development the 
caregiver is focused on understanding and responding to the smallest of signs of need 
from the child. At the first level, known as preintentional, the child has its needs met 
through vocalising and gesturing. The caregiver responds as if this behaviour is 
intentionally communicative. This lays the foundation for the infant to learn the rules 
of social turn-taking and mutual attention to the environment even before the child is 
able to use words. In the second phase, called intentional, the child has learnt that 
others will respond according to how and in what way vocalisations and gesticulations 
are made. At this stage the infant becomes aware of the diversity of behaviours which 
can be used to communicate. Understanding the purposeful intent of non-symbolic 
communication allows for the development of the more complex, but ultimately more 
versatile, symbolic use of language (Butterfield and Arthur, 1995).
Research has shown that infants trigger a particular way of interacting with them 
which aids their course through the above stages. Nind and Hewett, (1994) provide an 
overview of this way of interacting. Caregivers will instinctively modify their normal 
ways of looking, vocalising and touching so that they fit with the developmental level 
of the child. These interactions are maintained and directed by the infant’s gaze and 
response. The style of vocalisation, which is adopted in the presence of an infant, is 
known as ‘motherese’. It is characterised by a special tone of voice with high pitch, 
slow rate, and exaggerated intonations. These acoustic properties make it useful for 
learning to recognise the phrases and sentence units in speech. The assumption is
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made that the speech used is understood even when the infant is very young. This 
continues throughout the development of the infant with speech pitched at a level just 
beyond the current abilities. This is called ‘scaffolding’ and encourages the infant to 
continue adding to the repertoire of existing skills ( Harrison, Lombardino and Stapell, 
1987; cited in Butterfield and Arthur, 1995).
How does this differ in a Learning Disabled population?
The current understanding of how communication develops in individuals with 
‘normal’ intellectual functioning indicates that it takes place as part a meaningful 
interaction during exposure to a normal language environment from birth and through 
the developmental years. People with learning disabilities are also exposed to this 
normal language environment yet many fail to develop language or alternative 
effective communication strategies.
Nind and Hewett (1994) in their discussion of the literature refer to a ‘chicken and 
egg’ situation when looking at how this transactional model relates to infants with 
learning disabilities. It is certainly a complex picture but research indicates how the 
interactional process may be disturbed by the presence of the learning disability. The 
following studies are all cited in Nind and Hewitt (1994). McCollum (1984) proposed 
that the mutual enjoyment received from the interactions between caregiver and infant 
may be less automatic. This may be due to several factors. Field (1979) found that 
mothers with learning disabled infants work harder during the course of an interaction 
in the hope of eliciting a response. Unfortunately this may manifest as an over- 
stimulating and intrusive interaction which is ultimately counterproductive. Briggs 
(1987) found that infants with immature central nervous systems showed higher levels 
of hyperirritability and unpredictability. This in turn makes them difficult to engage 
with and their signals difficult to read. The response being contingent with the signal 
is crucial for the infant to learn that his actions cause a response in others. 
Contingency can be lost as the mother attempts to control the situation and struggles 
with her feelings of helplessness.
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It can be seen therefore that in a comparison with the normal interactional process the 
infant with a learning disability and the caregiver both behave atypically affecting the 
natural development.
This research suggests why people with learning disabilities may not acquire adequate 
communication skills during the usual period of development. Nevertheless, this does 
not mean that they are unable to improve and develop their communicative skills. In 
Me lean, Brady and Mclean’s (1996) research into the communicative abilities of 
children and adults with severe learning disabilities, they found a difference between 
adults and children in the proportion Who used symbolic communication as opposed to 
non symbolic, with significantly more adults using symbolic methods. They put 
forward the suggestion that symbolic communication abilities continue to develop 
through early adolescence and early adulthood. This would suggest that although the 
process may be slower and will not be completed, the repertoire of communication 
skills can continue to be developed.
Remington (1998) discusses the importance of effective teaching in the event of 
neural mechanisms failing to assist language acquisition. He states that this can only 
be compensated for by “structuring environmental input in a way that will allow 
communicative skills to be learned by whatever neural mechanisms are left”. Indeed, 
for the environment of a person with a learning disability to be structured in such a 
way, the key figures in that individual’s world would need to hold an expectation that 
learning and development can take place just as it would in the ‘normal’ population
The principles o f Normalisation and Social Role Valorisation
It is important in any consideration of the philosophy of care in learning disability to 
think about the principles of normalisation and social role valorisation. 
Normalisation was first outlined by Bank-Mikkelsen (1969; cited in van der Gaag and 
Domandy, 1993) in Denmark as ‘letting the mentally retarded obtain an existence as 
close to the normal as possible’. Wolfensberger, in 1972, first wrote about the 
principle in English. It was later renamed Social Role Valorisation (Wolfensbergerr, 
1982). Wolfensberger (1980; cited in van der Gaag and Domandy, 1993) defined the 
principle as:
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1. The use of culturally valued means, in order to enable people to live culturally 
valued lives.
2. The use of culturally normative means to offer people life conditions that are at 
least as good as that of the average citizens and, as much as possible, to enhance or 
support their behaviour, appearances, experiences, status and reputation.
3. The utilisation of means which are culturally normative as possible, in order to 
establish, enable and support behaviours, appearances, experiences and 
expectations which are as culturally normative as possible.
From these principles can be taken the idea that people with learning disabilities have 
the same rights to continued personal development and growth, such as within the 
domains of communication, as an individual who is considered ‘normal’. The 
expectations that are held by people who work with and care for people with learning 
disabilities impacts on how this philosophy is put into practice and the implications 
that has for their communicative abilities.
The Expectations of Others
Kenefick (1988) makes the point that there are particular factors which effect how 
successful communication is in a given situation. He lists these as “the characteristics 
of the speaker, the characteristics of other speaker-listeners who are present, the 
aspects of the environment, and the nature of the communicative task”. This section 
will look at both the impact of underestimating and overestimating the communicative 
abilities of people with learning disabilities.
The Impact o f the Underestimation o f Abilities
This essay, so far, has endeavoured to outline the development of ‘normal’ 
communication skills and how these may be curtailed or delayed in a person with a 
learning disability. Much of the research in this area has looked at children only and 
care needs to be taken when generalising to an adult population. However there is 
evidence to suggest that, given the appropriate environment and opportunities, much 
can be done to enhance the abilities of people with learning disabilities.
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For language development to progress the teaching has to happen as part of the on­
going activities of the individual. This has been called the Incidental Teaching Model 
(Hart and Risley, 1975; cited in Remington, 1997). For this to take place, Butterfield 
and Arthur (1995) highlight the importance of the role of the partner to: “a) create 
opportunities for quality interactions, b) attend to student initiated behaviours and be 
responsive in predictions and consistent ways and c) providing ‘scaffolding’ for the 
next level of development”.
Due to reasons that shall be explored below, achieving environments where ongoing 
activities can be used to develop communication can be difficult at the best of times. 
Attempts have been made outside of these environments to teach language 
systematically by applying behaviour modification. Using this method, correct 
responses are shaped and strengthened with contingent reinforcement. It has been 
found that even if the training is successful it is largely context-dependent and the 
student is unable to generalise the skills to their everyday environment (Remington, 
1995).
Despite the philosophies of normalisation and social role valorisation, people with 
learning disabilities still live with relatively little contact to the outside world. A 
significant proportion live in residential homes and attend specialist day centres with 
other people with learning disabilities and often have little and inconsistent contact 
with their families. The staff surrounding the client have an enormous role and power 
in the quality of that individual life. Just as with the infant with a learning disability 
who causes confusion to the normal mother-child interaction process, staff and client 
can be thrown in to a similar downward cycle of misunderstandings and loss of 
opportunities.
Van der Gaag and Domandy (1993) draw attention to the low level of specialist 
training in those who work directly with this population. Lack of appropriate training 
may cause staff to make ill-suited assumptions about their client’s ability such as 
overestimating or underestimating them. As this takes place, the potential for positive 
effects that can be generated from a good environment are lost. Landesman (1988) 
discusses how the hard fought for community residences can slip into the same pattern
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of care as the old large institutions. There are many interlinking reasons why this may 
happen but lack of staff training and support leading to an underestimation of clients 
must surely be a central one.
Landesman’s (1988) observational studies found that only 10 -15%  of a direct care 
worker’s total job time is spent interacting with their clients. Care staff become 
skilled in putting their clients attempts at interaction with them off. Beveridge found 
that staff do not respond to over 50 % of communication initiated by people with 
learning disabilities (Beveridge and Hurrell, 1980). This must feel enormously 
disempowering particularly when it is taken into consideration that staff control access 
to whatever the client may require, be that material things or even just attention and 
warmth. It is of now wonder then that self-worth, self-esteem and self-efficacy are so 
low in this population.
Challenging Behaviour
It is at this point that the communication process, which has been hanging tenuously, 
is apt to break down. It has been recognised that challenging behaviour may come 
about when the needs of the individual with learning disability are not effectively 
being heard. Emerson (1995; cited in Emerson 1998) defines challenging behaviour 
as, “culturally abnormal behaviour of such an intensity, frequency or duration that the 
physical safety of the person or others is likely to be placed in serious jeopardy, or 
behaviour which is likely to seriously limit use of, or result in the person being denied 
access to ordinary community facilities.”
Although the development of this behaviour is multifaceted it can be seen as an 
individual’s attempt to gain some control and cope with an impoverished living 
environment.
The most tragic part of this vicious cycle has been the tendency for staff to react 
negatively towards challenging behaviour and self-injurious behaviour. It has been 
talked of as the ‘deviancy career’ (Bicknell and Conboy-Hill, 1992; O’Brien, 1981 
cited in Bartlett and Banning, 1997). “Too many carers in the mental handicap 
service will be familiar with this dreary set of self-fulfilling prophecies where the lack
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of sensitive and informed interventions leads to a cry for help that is drowned by 
medication, constant observation and security” (Bicknell and Conboy-Hill, 1992). 
They go on to say that the behaviour becomes part of the ‘personality package’ and 
steps are taken to suppress or eliminate it without consideration of what might be 
going on emotionally for the individual. “In this world there can be no distress, 
excitement, frustration, anger or pain, only behaviour or problems to be eliminated.”
Figure 3. The Vicious Circle (or Deviancy Career) (Bartlet and Banning, 1997).
Initial achievement 
delay
Prejudiced
beliefs
Low
expectationsMore severe Performance delay
Negative or 
diminished 
experiences
Opportunity
deprivation
Psychologists and other related disciplines continue to fight for the acceptance of 
people with learning disabilities as important social beings who have the same 
emotional depth as those with average intellectual capabilities. A process of 
dehumanisation can take place whereby the problems they present with deny the same 
emotional considerations being offered to them. In clinical practice, a psychologist 
will hear stories of individuals not being told a family member has died or not being 
included in the family’s grief and mourning time because ‘they won’t notice’ or ‘they 
can’t understand’. Stokes and Sinason (1992) make the point that although an 
individual has low cognitive abilities it does not necessarily follow that they are not 
capable of emotional understanding and knowledge.
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The Overestimation o f Abilities and the Implications
The underestimation of the communicative abilities of people with learning 
disabilities can lead to environments and interactions which inhibit the development 
of these abilities and can even have consequences which reach beyond the domains of 
communication. Similarly, expectations that overestimate communicative abilities 
can have a significant impact.
There have been discussions of how the principle of ‘normalisation’ can be 
misunderstood (Brechin and Swain, 1988; Sinha, 1986; cited in van der Gaag and 
Domandy, 1993). Bartlett and Bunning (1997) suggest that another misinterpretation 
could be of normalising communication presented to adults with learning disabilities 
even though it is at a level above which they are capable of understanding. They use 
O’Brien’s (1981) model of the deviancy career and low expectations to look at the 
vicious circle of overestimation and high expectations.
Figure 4. The Vicious Circle (or ‘Over-estimation Career’) (Bartlet and Bunning, 1997).
Learning disability and impaired 
communication skills
Philosophy of ‘normalisation’ 
and belief of the ‘ordinary life’
More restricted 
communication 
skills use
High expectations
i
Negative or diminished 
experiences
Unrealistic
opportunities
Just as low expectations can give negative or diminished experiences, so too can high 
expectations. Whether this comes from a misunderstanding of normalisation or from 
a lack of knowledge of pitching communication at an appropriate level, the result is 
the same.
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Bartlett and Bunning (1997) carried out a study to look at the communicative 
exchanges between staff and adults with learning disabilities. This was assessed by 
measuring the number information carrying words in two different conversational 
settings between keyworker and client, looking at selected pictures and a free 
conversational exchange. The Derbyshire Language Scheme: Rapid Screening Test of 
Comprehension was sued to assess the verbal comprehension level of each client. 
This also uses the measurement of information carrying words. These were then 
compared between client and key worker revealing significant differences between the 
communication skills used by keyworkers and the comprehension levels of the clients.
Due to the demands placed on people with learning disabilities and the desire to be 
accepted and liked, less severely impaired individuals adopt strategies to try and hide 
the difficulties in understanding that they are experiencing. Whilst some of these 
strategies merely serve to highlight their difference whilst trying to interact in society 
(Keman and Sabsay, 1997), others lead those they are interacting with to believe that 
they are being understood. This in itself can cause problems, an example of which is 
outlined below. -
The case ofN G
NG had been referred to the clinical psychologist at her local community leaming 
disability team by the staff at her residential home. She had only recently moved from 
her parental home where she had lived all of her life. The psychologist was provided 
with examples of what the staff termed challenging behaviour. These included 
spitting, shouting, swearing, hand biting and smashing belongings. Interviews with 
staff and the client revealed how the tenuous relationship between the two was 
breaking down into frustration and hostility on both sides.
One of the many issues under discussion was NG’s behaviour when asked to change 
her bed linen. This was a daily problem as NG suffered from incontinence. As the 
psychologist began to explore the event it became apparent that staff were becoming 
fmstrated when she failed to take her bed linen into the laundry room and separate out 
the different components for different temperature settings. In strained tones the 
keyworker told the psychologist how, on numerous occasions, she had talked NG
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through how to carry this out herself whilst NG looked on, listening intently and 
agreeing with her. The key worker would then find the next day that the washing 
machine would be overloaded with all parts of the bed linen pushed in together. 
Taking this as defiance, the keyworker would show her fmstration and become 
verbally punitive towards NG. It had reached a point where NG would not even take 
the bed linen off the bed and would exhibiting the behaviours she was referred for 
when staff prompted her to do so.
NG had clearly not been able to follow the complex instructions as to how the bed 
linen should be sorted for washing at different temperatures. Not only was this a 
complex procedure in itself, the reason why it was necessary was complex. Through 
overestimating her level of receptive language the keyworker, with no intentional 
malice, had unwittingly set up a situation where the client was continually failing, 
damaging her self-esteem further and jeopardising positive relationships with other 
staff members.
Not only can overestimation in the communicative abilities occur in the giving of 
information to people with leaming disabilities; it can also take place in situations 
where information is trying to be obtained from an individual with a leaming 
disability. Those involved in their care have a tendency to make judgements based on 
observations of the client. -These judgements include how a client may be feeling, 
what they are thinking and what they might be wanting. Based on observation alone 
there is the possibility that the messages being received are being misconstrued. 
Prosser and Bromley (1998) make the point that we are more likely to obtain real and 
pertinent information if the client is asked directly. Interviewing people with leaming 
disabilities needs to be carried out with skill and knowledge of the potential 
difficulties. An overestimation of their abilities in this dyadic interaction can lead to 
acquiring false, and even detrimental, information.
Understanding how to optimise communication skills in an interview setting is of 
particular importance in a legal situation. Bull (1995) highlights how vulnerable 
people with leaming disabilities are to being exposed to crime either as a victim, 
witness or a suspect. This is particularly relevant in relation to issues of abuse. It is
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considered possible that people with communicative disabilities are “over represented 
in the population of those people detained at police stations to be interviewed because 
they are suspected of committing a crime” (Gudjonsson, Clare, Rutter and Pearce, 
1993; cited in Bull, 1995).
People with leaming disabilities are aware of the difference between themselves and 
the general population. They are also aware of the negative perception that the 
general population has regarding them. Often, they will be involved in 
communicative interactions where the expended energy for comprehension to take 
place is too great and as a consequence, both parties will give up. Due to all of these 
factors, people with leaming disabilities adopt strategies to ease this process and make 
them seem more socially acceptable in the eyes of other people.
One of these ways is by responding in a way that they believe might please the 
interviewer. The response, therefore, might not reflect a tme opinion or feeling but 
rather a socially desirable one. In addition, an affirmative response is often given 
because the question was not understood. This has been termed ‘acquiescence’. 
Sigelman, Budd, Spanhel and Schoenrock (I98I) (cited in Bull, 1995) carried out 
research to assess the reliability and validity of responses given by children and adults 
with leaming disabilities. They found that acquiescence had a ‘ruinous effect’ on the 
quality of the interaction and the rates of it were ‘alarmingly high’. They also found 
that acquiescence was negatively correlated with IQ.
In an interview situation, acquiescence can lead an individual with a leaming 
disability to provide the interviewer with the response that they are looking for 
through leading questions. Putting pressure for a response as one might do in a police 
interview with someone of average intelligence may cause a leaming disabled 
individual to ‘confabulate’, or make-up, the bits they are unsure of. Similarly, if a 
initial answer is repeatedly pursued it may cause someone with a leaming disability to 
think that they must be wrong and alter their initial response to what they think the 
interviewer is looking for.
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How might a Clinical Psychologist work with these issues?
A clinical psychologist working in the area of leaming disabilities will be faced with 
the issues outlined above almost on a daily basis to a greater or lesser degree. This 
serves to emphasise the importance of working with the client’s networks and the 
system in which the client is part of. This includes liaison and direct work with the 
clients’ day service, residential home, family and other professionals to name but a 
few. In all aspects of the work a psychologist must carry with them the considered 
principles of social role valorisation, normalisation and with it the belief that change 
and development can take place. These messages need to be imparted to all those who 
work with people with leaming disabilities be that through formal staff training by a 
psychologist or during interventions on the behalf of a particular client.
The way in which communication problems manifest themselves in this population 
often mean that they are not recognised as such. This is especially the case if those 
working closely with the individual have not received appropriate training in the area. 
As described above, the problem may primarily be considered as one of behavioural 
disturbance or even challenging behaviour, leading to a referral to psychology. A 
clinical psychologist working with people with leaming disabilities will do so as part 
of a multidisciplinary team. An initial assessment of the referral should indicate to the 
psychologist whether or not a Speech and Language Therapist should also become 
involved to use their specialist knowledge to maximise the communicative abilities of 
the individual.
Assessment of the communicative abilities using formal standardised tests does not 
provide psychologists with information to aid the planning of useful intervention. As 
mentioned previously, a clinical psychologist needs to focus on the ‘pragmatics’ of 
communication, for example, in what context does it occur. This is achieved through 
‘ecological analysis’. This has three main components (Remington, 1998). Firstly, 
non-verbal vocalisation, gesture and challenging behaviour have to be observed to 
understand how the individual communicates normally. Secondly, the most 
appropriate and functional way to communicate has to be considered. Lastly, the 
resources available in the immediate environment of the client have to be identified to
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establish how and who can provide the consistency to carry out the intervention once 
designed.
As with the case of NG discussed above, a psychologist can also be there to work with 
the situations which result from problems with communication. This might be the 
through the use of skills building once the area of need has been identified. With NG 
a teaching programme was designed to help her carry out the laundering of her bed 
linen.
In working with these issues it is also the role of the clinical psychologist to expand 
the still somewhat limited knowledge base regarding all areas of communication for 
people with leaming disabilities through carrying out research. More needs to be 
known about optimising reliable and valid information at interviews, designing 
functional communication packages and how to engage and encourage staff to provide 
the environments for these to work best.
Conclusion
This essay has attempted to explore the communicative abilities of people with 
leaming disabilities and how the expectations of others can an impact on them. 
People with all levels of leaming disabilities can make improvements and develop 
their communication skills. The development takes place in the same way as with 
people of ‘normal’ abilities but the process is slower and unlikely to be completed. To 
realise their potential, environments and interactions need to understand and cater for 
their needs. The chances of this happening are reduced when others underestimate or 
overestimate their communicative abilities. Not only does this effect the potential of 
developing these skills, it also impacts on the overall quality of life for the individual. 
The impact can extend beyond the domains of communication.
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Introduction
Child abuse is a particularly broad term that encompasses physical, emotional, sexual 
abuse and neglect. It can take place at the hands of extra-familial perpetrators but also 
occurs in intrafamilial settings. For the purpose of this essay, intrafamilial abuse will 
be examined, focusing on the psychological theories of physical abuse and neglect. 
These two types of abuse are often combined in the literature as studies of 
comorbidity suggest that one rarely exists without the other in abusive families 
(Belsky, 1993).
The Department of Health (2000) most recent attempts to define physical abuse and 
neglect can be seen in Table 1. Physical abuse has been defined by researchers as the 
‘commission’ of non-accidental violence towards a child where as neglect is the 
‘omission’ of care giving behaviours which promote welfare (Lutzker, Van Hasselt, 
Bigelow, Greene and Kessler, 1998).
Table 1: Definitions of Physical Abuse and Neglect (Department of Health, 2000)
P h ysica l A b u se
Hitting, shaking, throwing, poisoning, burning or scalding, drowning, I  
suffocating, or otherwise causing physical harm to a child. Physical harm may 
also be caused by when a parent or carer feigns the sym ptom s o f  or deliberately  
causes ill health to a child. This situation is com m only described using terms 
such as a fictitious illness by proxy or ‘M unchausen Syndrom e by proxy
P h ysica l N eg lect
The persistent failure to meet a ch ild ’s physical and/or psychological needs, 
likely to result in the serious impairment o f  the ch ild ’s health or developm ent. 
It may involve a parent or carer failing to provide adequate food, shelter and 
clothing, failing to protect a child from physical harm or danger, or the failure 
to ensure access to appropriate m edical care or treatment. It may also include 
neglect of, or unresponsiveness to a child’s basic em otional needs
This essay will explore some of the psychological theories put forward for the 
aetiology of the intrafamilial physical abuse and neglect of; children. Behavioural 
Theory encompassing social leaming theory and the ecobehavioural approach. 
Attachment Theory and the Ecological-Developmental Perspective will be discussed 
critically. The contribution of these theories to clinical practice will be considered.
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Psychological Theories of Physical Abuse and Neglect 
Behavioural Theory
Social leaming theory, which is primarily a behavioural theory, views human 
interaction and modelling as the shaping force behind social behaviour. From this 
perspective, child abuse is seen as a problem of leamt dysfunctional and inappropriate 
childcare practices (Corby, 2000). Parents who themselves were subject to abusive 
treatment as children may have failed to leam how to carry out socially acceptable 
forms of control. This may mean that when faced with difficult situations with their 
own children they resort to violence and aggressive parenting due to lack of 
altemative skills. This theory has led to therapeutic interventions such as teaching 
parenting skills, problem solving and stress reduction skills, and the use of feedback 
and modelling to develop child management techniques. Positive outcomes have 
been observed in some incidences (Wolf, Edwards, Manion and Koverola, 1988; cited 
in Lutzker, Van Hasselt, Bigelow, Greene and Kessler, 1998) but these approaches 
only addresses parental characteristics and the parent-child interaction as risk factors 
for child abuse. Applied Behaviour Analysis has provided evidence, despite 
seemingly contradictory, for the need to address other implicated factors.
Paterson, Reid, Jones and Congor (1975; cited in Lutzker et al., 1998) gathered 
evidence which suggested that child abuse happened as a result of intensifying 
negative interactions between parent and child. In contrast, Dumas and Wahler 
(1985; cited in Lutzker et al., 1998) found that overtly punitive parental behaviour 
may be linked with background events as opposed to the child’s behaviour at that 
point in time. Lutzker et al. makes the point that both temporally distant background 
events such as a mother experiencing abuse from her partner the night before and 
temporally proximate stimulus-response events such as an argument between parent 
and child, can work in unison or individually on separate days to trigger abusive 
interactions.
Following from this, Lutzker et al. has suggested that assessment and treatment have 
to address as many of the variables associated with abuse as possible. He has called 
this the ecobehavioural approach. To uncover the multiple variables at work.
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assessment must be all embracing, using behavioural interviews, self-report measures 
and direct observation procedures. Treatment can then be aimed at the specific 
variables. pertinent to each individual family. Lutzker et al. outlines an ideal 
intervention as one that establishes the variables in operation, uses baseline measures 
and reliability checks, incorporates feedback from the family and gathers follow-up 
data at regular intervals.
Using the ecobehavioural model, (e.g.. Project 12-Ways, Lutzker, 1984 and 1992; 
cited in Lutzker et al., 1998) the multifaceted nature of child abuse has been addressed 
by implementing a number of treatment services. These have included parent-child 
training, stress reduction, self-control training for parents and children, assertiveness 
training, reciprocity counselling, job-finding, money management, nutrition training, 
home safety and cleanliness, and health care skills. Lutzker and Rice (1987; cited in 
Lutzker et al.) found that at a four year follow-up, the families from Project 12-Ways, 
showed significantly lower relapse into abusive parenting styles than the comparison 
families despite having had longer histories of contact with the child protection 
agencies.
For clinicians, this model has supplied evidence that supports providing a detailed 
assessment and intervention that tackle the problem at the multiple sites implicated in 
child abuse. It also suggests that treatment needs to take place within the family home, 
as many are not “willing or able to go to a clinic” (Lutzker et al., p. 190).
Unfortunately, it is not known for whom or in what instance certain parts of the 
treatment package are more beneficial. Providing treatment that tackles the multiple 
sites is costly for services and as yet there has been no cost-benefit analysis to 
compare this approach with other treatment packages (Lutzker et al., 1998)
Attachment theory
Attachment theory, derived from the work of John Bowlby (Bowlby, 1969; Bowlby, 
1973; Bowlby, 1980), suggests that a good attachment relationship between the infant 
and the caregiver is needed to promote survival. The child learns that particular 
behaviours, such as crying, will elicit care responses from the primary caregiver. If 
this develops adequately, the child will gain a sense of security and trust in the
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caregiver. Fonagy (1998) describes security as the ‘goal of the attachment system’ as 
it becomes the ‘regulator of emotional experience’. If the child has learnt that the 
caregiver will respond consistently to their needs they can seek comfort when 
distressed.
Continued interactions with the main caregiver leads to the development of what 
Bowlby (1969) termed the internal representational models. This is an internal 
representation of expectations that the child holds of how the caregiver will provide 
support and care and how efficient he or she will be at accessing it. These models 
will be used in the formation and the understanding of new relationships but are also, 
essentially, ‘open models’ that can be altered according to new experiences or 
rethinking old experiences.
Attachment theory has been explored using a laboratory experiment known as the 
‘Strange Situation’ to see how different caregiving approaches affect the development 
of the child (Ainsworth, Blehar, Waters and Walls, 1978; Main and Weston, 1981; 
cited in Crittenden and Ainsworth, 1989: Main and Solomon, 1990; cited in Fonagy 
1998). Infants responses were observed following brief separation from their 
caregiver having been left in an unfamiliar environment with a stranger present.
The research has identified four patterns of attachment. A secure attachment is 
reflected when the child is able to explore the room in the presence of the caregiver 
but becomes distressed when they leave, ceasing their exploration of the room and 
avoiding the stranger. On the return of the caregiver, contact and reassurance is 
sought and accepted by the child. Exploration then recommences. In contrast, a child 
who is considered to have an anxious/ambivalent attachment will show little interest 
in the new surroundings, become highly distressed at the separation and gain little 
comfort from the return of the caregiver. This is thought to be a reflection of not 
being able to rely on the caregiver for accessible and consistent responses. In an 
anxious/avoidant attachment, a similar pattern can be observed but the infant will 
avoid the returning caregiver even to the point of showing no preference between the 
stranger and the caregiver. It is hypothesised that the attachment between caregiver 
and child is characterised by rejection and anger with the caregiver more likely to 
withhold bodily contact. The avoidance by the child is understood as a defensive
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manoeuvre to protect from further rejection. The fourth pattern is disorganised /  
disoriented attachment. Children in this group ‘cannot organise their behaviour or 
develop a defensive strategy to achieve proximity or security’ and ‘their distress and 
arousal remain heightened and unregulated’ (p. 29 Howe, Brandon, Hinings and 
Schofield, 1999). The caregivers in these cases are thought to provide a mix of fear 
and reassurance to their children, a pattern which is associated with child 
maltreatment (Fonagy, 1998).
Attachment theory provides a framework for why child maltreatment may occur. It 
can be seen from the Strange Situation experiment that the caregiver-child dyad can 
develop into an inconsistent, rejecting even fearful experience for the child. 
Relationships such as these could become self-perpetuating for abusive opportunities 
as caregiver and child receive little reward or harmony from the relationship.
A child growing up with an internal representation reflecting these negative 
attachment experiences is likely to have problems with poor self-esteem, anxiety and 
forming rewarding and mutually beneficial relationships with others (Crittenden and 
Ainsworth, 1989). According to Attachment Theory, this is the process whereby the 
intergenerational transmission of abuse takes place. On becoming a parent, this 
negative internal representation of self with regard to self-efficacy within 
relationships, managing stressful situations and regulating emotions, serves to repeat 
the cycle of abuse with their own children.
Attachment theory suggests that there will be anxious attachments throughout the 
relationships not only within the abusing family, but also with external relationships 
such as friendships or even with professionals. Crittenden and Ainsworth (1989) have 
explored how attachment theory can be used to understand some of the other multiple 
variables implicated in child abuse over and above the caregiver-child interaction such 
as poor social networks, difficulties accessing support and maintaining employment 
for the adult and school relationships for the child. For example, maternal friendships 
follow a similar pattern as the mother-child interaction. Crittenden (1985) found that 
whilst abusing mothers are able to forge new friendships they are rarely mutually 
beneficial, often unstable and viewed negatively by the mother.
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Intergenerational Transmission
The main thrust in both social learning theory and attachment theory is that, through 
learning or inner processes, respectively, abusive childcare practices are passed on 
from one generation to the next. This is a hypothesis that has existed for many years 
with little empirical evidence to support it (Herzberger, 1990). Gradually, studies 
began to emerge which suggested that not all children who were abused went on to 
become abusers. Kaufman and Zigler (1989) provide an overview of some of these 
studies, which point out how different research methodologies can influence the 
results. Hunter and Kilstrom (1979; cited in Kaufman and Zigler, 1989) conducted a 
semi structured interview with 282 parents of infants admitted to an intensive care 
unit. 49 parents disclosed a childhood history of abuse or neglect. At follow-up, 10 
children were identified as having been maltreated, with 9 from the group having been 
identified as maltreated children. From these results, it was concluded that the rate of 
intergenerational transmission was 18%. Kaufman and Zigler point out that this 
prospective study had prevented the estimation of transmission being 90% which 
would have been the case if only abused children’s parental histories had been 
explored (9 out of 10). The design of the study allowed Hunter and Kilstrom to 
indicate that 82% of adults who had been abused, as children did not go on to become 
abusers themselves. However, Belsky (1993, p. 415) makes a particular valid point 
regarding the interpretation of this study: ‘those who have said to have broken the 
cycle have many more years to care for the study child, to say nothing of other 
children (including those not yet bom).’
Egeland and Jocobvitz (1984; cited in Kaufman and Zigler) identified an 
intergenerational transmission rate of 70% in their study of maternal childhood abuse 
histories and parenting practices. The population studied, however, was a group of 
‘high risk, low income, predominately single-parent mothers’. Whether these 
variables, poverty, isolation and stress, are viewed as independent risk factors or a 
result of poor early attachment and development of internal models, their presence 
within this study serves to confound the results. Kaufman and Zigler (p. 133) make 
the point, ‘unless the independent effects of these variables are tested empirically, it is 
impossible to determine their separate influences on subsequent parenting.’
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Straus (1979; cited in Kaufman and Zigler) used a random sample of 1,146 parents 
from the United States and obtained an 18% estimate of intergenerational 
transmission. In looking for childhood abuse histories in the parents, only experiences 
of physical abuse that took place during adolescence were used when trying to link 
with subsequent own-child abuse. This has led to the criticism that the 18% 
estimation must surely be an underestimate, as those abused at a younger age were not 
taken into the consideration of transmission, nor were those who experienced different 
kinds of abuse.
Although it can be seen from these studies that a clear examination of 
intergenerational transmission is fraught with problems, there is evidence enough to 
suggest that this theory cannot explain entirely the incidence of child maltreatment.
Breaking the Cycle o f Transmission
Attachment theory proposes that the inner representational model, although formed at 
an early stage in our lives, remains ‘open’ to new experiences and new information. 
The forming of a positive attachment perhaps with a surrogate parental figure, a 
partner or even through. therapy can therefore redress negative experiences 
(Crittenden and Ainsworth, 1989). Bowlby, (1980) thought that if parents could recall 
and reflect on the abusive experiences they had suffered and somehow integrate these 
memories then they would be less likely to become abusers themselves.
Attachment theory does not explain why some people are able to access rewarding 
and beneficial relationships for more positive experiences or why some are able to 
reflect on their childhood and others cannot but the theory does not provide a clear 
rationale for therapeutic intervention. Working with the caregiver and child to 
develop the attachment may not only stop further abuse from occurring but also 
prevent the child from growing up to become an abuser. Individual therapeutic work 
with an abusing parent may provide the arena for a positive relationship to develop 
between the therapist and the client. It would also provide a supportive and safe place 
for childhood experiences to be explored and reinterpreted.
Attachment theory endeavours to explore not only the parent-child dyad but also how 
negative inner representational models can impact on other relationships important for
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the wellbeing of the parent and child, such as the parental relationship, friendships and 
ultimately, support networks. Ecobehavioural theory has attempted to apply a 
behavioural approach that focuses on the wider context, incorporating parent-child 
interventions, but also providing services focused on job-finding, money 
management, home safety and cleanliness, to name but a few. However, neither of 
these models has found a way of presenting a comprehensive integration of the 
multifactorial nature of child abuse.
The Developmental-Ecological Perspective
In the pursuit of an informative and clinically relevant theory, Belsky (1980; Belsky 
and Vondra, 1989; Belsky, 1993) has endeavoured to integrate the multifactorial 
factors implicated in child abuse into a model of four ecological levels: the 
ontogenetic, microsystem, exosystem and macrosystem.
The ontogenetic level
This level focuses on the characteristics of the abusive parent such as personality, 
attribution style, level of reactivity to stressful situations and their own childhood 
experiences of being parented. The intergenerational transmission hypothesis, as 
outlined above, is an important part of this level. Abusive parents are more likely to 
have low self-esteem, depression and anxiety (Belsky, 1993) than nonabusive parents. 
Research looking at reactivity in parents has shown that abusive parents became more 
aroused and displeased when watching videotapes of mother-child interactions than 
non-abusive controls. Interestingly, abusive parents were seen to be hyper-reactive to 
videotape of both stressful and non-stressful situations. (Wolfe, 1985). Attributional 
style has also been associated with parents who abuse their children. Parents who 
have an external and unstable locus of control, which means, that they do not perceive 
their own abilities to exact control on events, can become particularly aroused by 
difficult child behaviour (Bugental, Blue and Lewis, 1990; cited in Belsky, 1993).
The microsystem level
This level is concerned with the risk factors present within the family, such as the 
characteristics of the child, the parental relationship or the financial security of the 
family. Straus, Celles and Steinmetz, (1980; cited in Belsky, 1993) conducted a 
national survey in the USA which showed that families earning less than $6,000 a
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year were twice as violent towards their children than families earning more than 
$20,000. Characteristics of the child that put them at risk for abuse are premature 
birth, developmental or physical disabilities and behaviour problems (Hersen and 
Ammerman, 1990; cited in Lutzker et al., 1998). Finkelhor (1995) raised the 
importance of considering age and developmental level when assessing for the risk of 
maltreatment. Children under the age of 3 years old are particularly vulnerable to 
physical abuse, as they cannot stand up for themselves either physically or verbally or 
even run away.
The balance between the contributing child and parental characteristics needs to be 
considered. Research that has endeavoured to explore if difficult behaviour may have 
a role in eliciting abuse has found conflicting evidence. Due to the cross-sectional 
and non-experimental designs of much of the research it is difficult to identify to what 
extent difficult behaviour is a product of maltreatment, or if abuse occurs as a result of 
difficult and challenging behaviour. Belsky (1993, p.420) calls the contribution of 
both parent and child characteristics the “transactional-contextual perspective”. The 
risk of maltreatment is increased by the combination of a parent who struggles to 
handle unpleasant emotions and has a low self-esteem as a result of their own 
unhappy childhood and a child whose age, health and behaviour makes them 
considerably harder and less rewarding to parent.
The exosystem level
This level looks at the factors surrounding the family, particularly support networks 
and life events. Social support has been cited as a protective factors in a myriad of 
instances concerning psychological and physical health (Belsky and Vondra, 1989). 
As such, Belsky argues that it can be directly related to good parenting. Feiring, Fox, 
Jaskir and Lewis (1985; cited in Belsky and Vondra, 1989) used a 15 minute 
laboratory observation of mothers and their 3 month old infants to explore three 
aspects of maternal behaviour. They found that mothers who were more able to play 
and interact with their child reported significantly more supportive friends and 
relatives. Less supported mothers spent more time apart from their child during the 
observed interaction. Colletta (1979; cited in Belsky and Vondra, 1989) found a 
negative correlation between the level of support obtained by the mother through 
friends, family and partner and the degree of maternal punitiveness..
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Polansky, Gaudin, Ammons and Davis (1985; cited in Belsky, 1993) carried out a 
study which suggested that the lack of social support came about as a result of the 
characteristics of the maltreating parent. Looking at neighbourhoods, they found non­
maltreating families did not perceive the area to be as unfriendly or unsupportive as 
the maltreating parents. Whilst studies such as these indicate a relationship between 
support and maternal skills, the question of how they inform the knowledge base 
regarding the aetiology of abuse can only be extrapolated. Physical abuse or neglect 
was not directly examined in either case.
The macrosystem level
This is an important level that is not acknowledged in attachment theory or 
ecobehavioural theory. This level looks at the prevailing attitude of a society towards 
discipline, parenting, corporal punishment and violence in general as factors to be 
considered in the aetiology of child abuse. The argument for this has been highlighted 
by, amongst others, Straus and Celles (1986; cited in Corby, 2000) whose research 
into prevalence rates of physical child abuse and intrafamilial violence in the USA 
have shown the levels to be high. To understand this phenomenon, they have 
highlighted the USA’s acceptance of violence as a means of controlling behaviour. 
Child abuse then finds itself on a continuum of socially accepted forms of such 
violence rather than being a ‘separate pathological phenomenon’ (p. 147, Corby). 
Change in societal attitudes towards children’s rights and the way in which they are 
disciplined need to take place. Corby suggests that whilst Britain has begun take 
moves towards this, other European countries have been more proactive. Sweden was 
the first European country to ban parents from using corporal punishment and 
following this lower rates of child abuse have been observed (Celles and Edfeldt, 
1986).
The model also allows for compensatory factors to be taken into consideration. 
Cicchetti and Rizley (1981; cited in Belsky and Vondra) put forward the importance 
of viewing the above factors in relation with compensatory factors. They suggest that 
abuse takes place when the compensatory factors are outweighed by the risk factors. 
Kaufman and Zigler (1989) combined Belsky’s levels of risk factors with Cicchetti
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and Rizley’s protective factors to illustrate this. Table 2 shows the possibilities for 
balance between risk and compensatory factors.
Table 2: Determinants of abuse -  Compensatory and risk factors (Kaufman and Zigler)
O ntogenetic Level M icrosystem  Level E xosystem  L evel M acrosystem  L evel
High IQ Healthy children Good social supports Culture that proniotes a
Awareness o f  past Supportive spouse Few  stressful events sense o f  shared
abuse Econom ic security / Strong, supportive responsibility in caring
History o f  a positive savings in the bank religious affiliation for the com m unity’s
relationship with one P ositive school children
parent experiences and peer Culture opposed to
Special talents relations as a child violence
Physical attractiveness 
G ood interpersonal 
skills
Therapeutic
interventions
E conom ic prosperity
History o f  abuse Marital discord U nem ploym ent Cultural acceptance o f
L ow  se lf  esteem Children with Isolation; poor social corporal punishment
L ow  IQ behaviour problems supports V iew  o f  children as
Poor interpersonal Premature or Poor peer relations as a possessions
skills unhealthy children  
Single parent 
poverty
child E conom ic depression
The developmental-ecological perspective provides a comprehensive overview of the 
many, many factors that have a function in the aetiology of physical abuse and 
neglect. It provides an insight into the complexity of the problem in way that 
behavioural theories and attachment theory cannot. However, for a clinician 
approaching the child abuse problem the model does not provide clear information as 
to how many risk factors are required and in what combination they need to present 
for abuse to occur.
Cox (1997) considered the impact of community prevention programmes at 
addressing risk factors and encouraging protective factors in the reduction or 
prevention of child abuse. Macmillan, Macmillan, Oxford, Griffith and Macmillan 
(1994; cited in Cox, 1997) re vie wed 11 home visiting projects and found the majority 
of which did not produce a reduction in abuse. Of the two studies, rated as having
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superior methodologies, Olds, Henderson, Chamberlain and Tatelbaum (1986; Cox 
1997) found that intervention during pregnancy maintained the beneficial effects 
when the child was 2 years old. In contrast. Hardy and Street (1989; cited in Cox, 
1997) intervention which began when the child was 7 to 10 days old did not show 
reduction in child abuse at a 50 month follow-up. Cox concludes that these 
community programmes have not yet managed to incorporate the ecological- 
developmental perspective successfully. Whilst early intervention has given hopeful 
results along with improving parenting and parent-child relationships the wider 
context as implicated clearly in Belsky’s model has been harder to target.
Implications for Clinical Practice
A clinical psychologist using this literature to inform their clinical practice would see 
the benefit of providing an intervention which provided individual therapeutic work 
for the abusive parent, parent-child work to teach parenting skills and improve the 
attachment, and even couple or family therapy. A flexible, case-by-case approach 
would need to be adopted which strove to identify the particular risk and protective 
factors for each family. The psychologist would be able to directly impact at the 
ontogenic and microsystem level. To impact on the exosystem level, the psychologist 
would need to work closely with child protection teams and social services. Close 
liaison and communication with social services would help the family access support 
services, respite care, employment schemes and additional benefit allowances, all 
areas that may reduce stress and increase support. The model provides child 
protection teams and social services with information to help identify families at risk 
within their communities. Close liaison between teams means that these families may 
be able to access the appropriate resources and treatment at an earlier stage.
The macrosystem is significantly harder to influence but a clinical psychologist, as a 
scientist-practitioner working within a multi-disciplinary team, is in a position to carry 
out meaningful and influential research that can impact on societal values and inform 
government changes and policies.
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Conclusion
This essay has attempted to explore the main research findings that have contributed 
towards the psychological theories of physical child abuse and neglect. It can be seen 
from the evidence presented here that a coherent and concise theory of child abuse is 
yet to be established. This is largely due to the complications and methodological 
restrictions placed on this subject area. Whilst the multiple correlates of child abuse 
are now well established, research has not been able to identify the inter-relationships 
between them. Researchers continue to battle with the methodological complications 
which hinder taking the knowledge base further. The evidence has largely been 
gathered using cross-sectional, correlational studies of field samples. In the case of 
abuse, where the consequences are so serious, it is not possible to adopt a more 
rigorous collection of data using longitudinal, prospective, experimental designs 
whereby the variables are manipulated and assigned to random conditions.
Nevertheless, an examination of the existing body of literature does provide guidance 
for clinical practice. Interventions should target the multiple sites implicated in the 
aetiology of physical abuse and neglect. A multi-disciplinary team approach and 
close liaison with child protection teams and social services enhances the possibilities 
for addressing the multiple factors. This also increases the chance of intervening 
early with at risk families to improve outcome. Lastly, teams need to be proactive in 
the delivery of services, with treatment taking place in the community and in the 
home of these families.
54
Child and Family Essay
References
Ainsworth, M.D.S., Blehar, M., Aters, E. and Wall, S. (1978). Patterns o f  
attachment: A psychological study o f the strange situation. Hillsdale, NJ: Lawrence 
Erlbaum.
Belsky, J. (1980). Child maltreatment: an ecological integration. American 
Psychologist, 35, 320 335.
Belsky, J. and Vondra, J. (1989). Lessons from child abuse: the determinants of 
parenting. In Cicchetti, D. and Carlson, V. (Eds). Child maltreatment. Cambridge, 
England: Cambridge University Press.
Belsky, J. (1993). Etiology of child maltreatment: A developmental-Ecological 
Analysis. Psychological Bulletin, l\A , 3, A13-A3A.
Bowlby, J. (1969). Attachment and loss, Vol I: Attachment. London: Hogarth Press.
Bowlby, J. (1973). Attachment and loss, Vol 11: Separation, anxiety and anger. 
London: Hogarth Press.
Bowlby, J. (1980). Attachment and loss, Vol 111: Loss, sadness and depression. 
London: Hogarth Press.
Corby, B. (2000). Child abuse. Towards a knowledge base. Buckingham: Open 
University Press.
Crittenden, P.M. (1985). Maltreated infants: Vulnerability and resilience. Journal o f 
Child Psychology and Psychiatry, 26, 85 -  96.
Crittenden, P.M. and Ainsworth, M.D.S. (1989). Child maltreatment and attachment 
theory. In Cicchetti, D. and Carlson, V. (Eds). Child maltreatment. Cambridge, 
England: Cambridge University Press.
55
Child and Family Essay
Department of Health (2000). Working together to safeguard children: A guide to 
inter-agency working to safeguard and promote the welfare o f children. London: The 
Stationary Office.
Fonagy, P. (1998). Transgenerational Consistencies of Attachment: A New Theory. 
A Day Conference on Attachment and Psychotherapy. Stockholm, Sweden.
Herzberger, S.D; (1990). The cyclical pattern of child abuse. A study of research 
methodology. American Behavioural Scientist, 33, 5, 529 -  545.
Howe, D., Brandon, M., Hinings, D. and Schofield, G. (1999). Attachment theory, 
child maltreatment and family support. A practice and assessment model. Macmillan 
Press Ltd.
Kaufman, J and Zigler, E. (1989). The intergenerational transmission of child abuse. 
In Cicchetti, D. and Carlson, V. (Eds). Child maltreatment. Cambridge, England: 
Cambridge University Press.
Lutzker, J.R., Van Hasselt, V.B., Bigelow, K.M., Greene, B.F. and Kessler, M.L. 
(1998). Child abuse and neglect: Behavioural research, treatment, and theory. 
Aggression and Violent Behaviour, 3, 2,181 -  196.
Wolfe, D.A. (1985). Child-abusive parents: An empirical review and analysis. 
Psychological Bulletin, 97, 3,462 -4 8 2 .
56
Older Adult Essay
Critically discuss the argument that psychodynamic psychotherapy 
is inappropriate for older people when compared 
with other approaches
December 2001 
Year 3
57
Older Adult Essay
Introduction
In the last 70 years, the number of people in the UK over the age of 65 has doubled 
and the older population is set to continue growing and also live to increasingly 
greater ages (National Services Framework, 2001). Older adults take up a significant 
proportion of NHS funding and as the population grows the need to identify effective 
treatments intensify. In terms of mental health care, psychodynamic psychotherapy 
(PDT) is one model adopted by clinical psychologists working in the NHS. Whether 
or not a theoretical orientation is ‘inappropriate’ will depend on a number of areas. At 
a theoretical level, does the rationale fit with the presenting issues and the therapeutic 
needs of the client group? Has the application of theory been shown to be effective 
through outcome research? Can the treatment be offered under the constraints of the 
current NHS climate and is it acceptable to the client group? To attempt to answer 
some of these questions, this essay will explore ageing as a developmental 
phenomenon and consider how this fits with the theoretical rationale for 
psychodynamic work. Two key areas of PDT, transference and countertransference 
will be discussed in relation to working with an older population. Research studies 
comparing the efficacy of psychodynamic working as compared with other 
approaches will be critically discussed. As dementia is a significant presenting 
problem for older adult services this essay will briefly discuss the applicability of PDT 
for this population. This essay will begin with a brief outline of the therapeutic 
rationale behind PDT.
Psychodynamic Psychotherapy
Psychodynamic psychotherapy is distinguishable from other psychotherapies in that it 
is primarily concerned with the inner world of the client and how this connects with 
childhood early experiences and development (Brown and Pedder, 1979). There are 
key concepts revolving around the inner world in psychodynamic thinking. These are 
the conflicts which may come about due to an individual finding aspects of themselves 
or their relationships unacceptable. Defence mechanisms are often talked about as the 
methods by which an individual protects himself from psychological conflicts. The 
methods employed to reject or suppress aspects which are found disturbing can be 
more or less ‘healthy’. Basic motivational drives can also contribute to conflict
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depending how the individual’s basic needs have been attended to in early childhood 
by significant attachment figures. The developmental life stage will play a role in how 
conflicts are approached and dealt with (Brown and Pedder, 1979).
The most significant aspect of working psychodynamically is the therapeutic 
relationship. The rationale for treatment is that once a relationship has been 
established between client and therapist then the client will begin to use the 
relationship in the same way that they have done so with significant relationships 
throughout their lives. The client will ‘transfer’ all past patterns of functioning within 
relationships onto the therapeutic relationship. The therapist facilitates this by 
providing an environment where no clues as to how to react are provided. This 
therapeutic tool, known as Transference, becomes a way of exploring how the client’s 
past has contributed to conflicts and defence mechanisms.
Also inherent in the psychodynamic framework is the concept of Countertransference. 
As with transference, definitions of this concept can vary but, generally, it can be 
understood in two ways. Firstly, it is the idea that the therapist brings there own 
significant personal history to the therapy, such as their own upbringing, experiences, 
conflicts and defences, which can have the potential for ‘contaminating’ the 
therapeutic relationship. Secondly, countertransference is the identification of the 
feelings, emotions and thoughts that are aroused in the therapist through interacting 
with the client. This ‘information’ allows insight into the client’s world and provides 
clues as to what might be going on the client’s inner world (Pedder and Brown, 1979). 
The therapist’s ability to interpret the transference and countertransference is at the 
heart of psychodynamic psychotherapy (Stem and Lovestone, 2000).
Why might the Psychodynamic Approach be Inappropriate for Older Adults?
The Developmental Context
The reticence towards working psychodynamically with older adults stems primarily 
from Freud who wrote in 1905, ‘Psychotherapy is not possible near or above the age 
of 50, the elasticity of the mental processes on which the treatment depends is rule 
lacking -  old people are not educable’. Psychic growth was considered to occur
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between birth and adulthood at which point ability to change and develop ceased and 
life progressed towards psychological and physical descent into death (Hildebrand,
1986). This opinion had a long term and significant impact on the way older adult 
services were organised. However, various models have been put forward to oppose 
this view such as Erikson’s (1966) work on lifespan developmental psychology and 
Neimroff and Colarusso’s (1985) theory of adult development.
Figure 1. shows a diagrammatic representation of Erkison’s (1966) eight stages of 
man, a model which emphasises the ongoing developmental shifts throughout life and 
the conflicts which might arise at each given level.
Figure 1, Erikson’s Eight Stages of Man (1966)
Stage A ge (years) Erikson’s dichotom y Task
1 0 - 2 Trust vs mistrust D evelop in g  trust in the world; 
believ in g  your parents value you
2 2 - 6 Autonom y vs sham e 
and doubt
D evelop ing  independence and ow n  
choice
3 6 - 1 0 Initiative vs Guilt D evelop in g  initiative, planning and 
doing things alone
4 1 0 - 1 4
Latency
Industry vs Inferiority Learning to apply yourself to work  
(at school)
5 1 4 - 2 0
Puberty
Industry vs 
R ole C onfusion
H ow  you look at others, and 
maintaining an identity independent 
o f  peer regard
6 2 0 - 3 0
Young
Adulthood
Intimacy vs Isolation B eing able to develop  c lo se  
relationships
7 3 0 - 6 0
A dulthood
Generativity vs 
Stagnation
B ringing up children /  creating  
works that outlive you .
8 60+
Old age
Ego integrity vs 
Despair
A cceptance o f  past, o f  lim ited tim e 
left and tasks to be com pleted
Erikson thought that the way an individual copes with each of these stages would 
influence the ability to handle the potential difficulties of the next level (King, 1980). 
As such, Erikson viewed old age as having its own particular tasks to achieve a 
successful end of life and he saw this as a conflict between achieving integrity through
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a satisfaction with one’s life, accepting accomplishments and failures, and resolving 
disappointments from earlier developmental stages or despair (King, 1980). Pollock 
(1987) talked of mourning ‘deficiencies and difficulties’ as normal due to the 
imperfectness of being human but psychological problems may occur in old age if this 
is not achieved satisfactorily.
Gradually, concerns regarding the inflexibility and the ability to change of older adults 
has given way to an understanding that theoretically, older adults have as much 
therapeutic potential as younger adults. Nemiroff and Colarusso (1985) view adult 
behaviour and pathology as not dependent on childhood experiences alone. Rather, 
experiences are continually reworked according to new adult experiences through 
relationships, the environment and bodily changes due to ageing and ill health. A 
further question for the appropriateness of psychodynamic work focused on beliefs 
that it would be unrealistic and overly ambitious to review a lifetime’s worth of 
material or impossible to revisit long-ago childhood issues. The acceptance that new 
experiences can shape existing beliefs opens up the potential for working with these 
current or more recent events (Knight, 1996). Further, it is evident that there are 
‘phase-specific problems’ (Hildebrand, 1986) of the late-life development stage which 
deserve the same degree of attention that difficulties presenting earlier in the life cycle 
might, particularly given that resolution of these can make the difference between 
‘ego verses despair’ (Erikson, 1966).
Transference and Countertransference
Another area to generate much discussion around the suitability for older adults 
working psychodynamically has been regarding the use of the therapeutic tool of 
transference and counter-transference.
Transference and Age Differences
There have been concerns that the therapeutic dynamic created between client and 
therapist might be endangered if the therapist is significantly younger than the client, 
thereby making it difficult for the client to place the therapist in a parental role or even 
an age equivalent role such as spouse. King (1980) has written about these potential 
difficulties and refers once more to the concept of different developmental life stages
61
Older Adult Essay
as suggested by Erikson and the possibility that an individual can get ‘stuck’ within a 
particular stage or revert to an earlier stage if it was characterised by unresolved 
conflict. Knight (1996) also supports the argument that transference can ‘come from 
any stage of adult life and especially from any of the family settings that the older 
client has lived’ (p. 132). This suggests that a therapist needs to be vigilant in 
assessing what ‘intrapsychic age’ their client is presenting at and pay attention to the 
many different transference roles they might be placed in, such as child, grandchild, 
parent, spouse or even a social authority figure (Knight, 1996). King (1980) views this 
potential a s ‘negating chronological age’.
Another argument against potential age differences in PDT was that for some clients 
the young appearance of a therapist might signify inexperience, causing reluctance to 
explore sensitive issues (Porter, 1991). This might occur in the first instance but is 
unlikely to persist if the therapist is competent. However, positive aspects for the age 
factor have also been identified such as the degree of focus the therapeutic work can 
achieve when the client perceives that time is precious (King, 1980).
Countertransference and Issues o f Ageing
Working with an older adult population can give rise to some powerful feelings as the 
therapist has to confront their own fears of ageing, mortality, health and illness and the 
inevitable losses of later life. Porter (1991) talks about the sympathy which can be 
elicited when working with older age clients and how this might interfere with making 
‘correct’ but apparently ‘cruel’ interpretations. Similarly, King (1980) discussed what 
it might mean to the countertransference if strong emotions are aroused due to the 
therapist being reminded of their parents or their own ageing. Martindale (1989), in 
his paper on the fear of dependency when working psychoanalytically with older 
clients, points out that therapists working with these clients are often at the 
developmental stage of separating and individuating from their own families of origin. 
With their parents approaching or having arrived at the age group of their clients, he 
suggests that the therapist will be conscious of concerns regarding his parental needs. 
Martindale goes on to state that some therapists might be drawn to working with this 
age group at an ‘unconscious, preconscious or conscious’ level in order to address 
problems with their owmparents or grandparents.
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Whilst the issues raised here are extremely important for a therapist to be aware of, 
they are not concerns exclusive to working with an older adult population. Parallels 
with a therapist’s developmental stage or events which resonate with personal 
experiences can be encountered in any speciality and should be handled professionally 
using supervision and personal therapy.
The Effectiveness of Psychodynamic Psychotherapy for Older Adults 
Depression
Much has been written about the potential of psychodynamic work with older adults 
(Newton, Brauer, Gutmann and Grunes, 1986; Silberschatz and Curtis, 1991; both 
cited in Karel and Hinrichsen, 2000) but little research has been undertaken to 
determine the effectiveness of this approach (Karel and Hinrichsen, 2000). There is a 
small body of research papers within the domain of depression in older adults. It is 
estimated that 10-15% of the population over 65 will have depressive symptoms 
whilst 3-5% will suffer from severe depression (National Services Framework, 2001). 
Older adults poorly tolerate pharmacological treatments (Scogin and McElreath, 1994) 
which impresses the need to find successful psychotherapeutic interventions.
Steuer, Mintz, Hammen, Hill, Jarvik, McCarley, Motoike and Rosen (1984) explored 
the efficacy of PDT compared with CBT for treating depression in the elderly. The 
treatments were provided in a group format. No control group was used due to the 
ethical dilemma of withholding treatment. 26 women and 9 men with a median age of 
66 years (ranging from 55 to 78 years) were assigned to groups according to when 
they were referred for treatment as the CBT group took place first and was followed 
by the PDT group. Each group had forty-six 1.5 hours session over a 9-month period. 
During treatment, 13 participants dropped out in total (approximately equal numbers 
from both groups). There were statistically significant positive changes on all the 
psychoinetric measures used at the end of treatment for each treatment group as 
measured by both observer and self-rating scales.
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Whilst this was a carefully designed and administered study it suffered from a high 
drop out rate and with only 10 participants in each group completing treatment only 
limited conclusions can be drawn. The authors discuss the interesting finding that the 
Beck Depression Inventory was the only measure which showed the CBT group to be 
more effective than the PDT group. This measure taps into particular aspects of the 
CBT approach such as negative cognitions regarding hopelessness, guilt and self- 
criticism and is therefore measuring directly what CBT is addressing in therapy. As 
such it could be viewed as having an unfair advantage over the other measures and 
indicates the careful thought that needs to be put into choosing suitable outcome 
measures. Both the CBT and the PDT interventions ran for a considerable length of 
time and the authors cited this as the reason that PDT was found to be as efficacious 
as CBT. Similar research carried out on a younger adult population showed CBT to 
be more effective than PDT (Shaw, 1977; cited in Steuer et al., 1987). The authors 
suggested that the length of the interventions in their study allowed the PDT to be 
effective as it is generally considered to require a lengthier intervention.
A study which compared four treatment conditions for major depressive disorder in 
older adults, behavioural therapy, cognitive therapy, brief psychodynamic therapy and 
a delayed treatment of six weeks controlled condition, used a shorter intervention time 
of between 16 to 20 individual sessions (Thompson, Gallagher and Breckenridge,
1987). The mean age was 67 years old and 120 participants were randomly assigned 
to one of the four conditions. Participants in the three treatment groups showed 
significantly greater change on all the measures administered than participants who 
were waiting for treatment. There were no significant differences in outcome status 
between the three treatment groups. Overall 70% of patients significantly benefited 
from the intervention.
This study shows that despite a shorter intervention time, PDT was just as effective as 
behavioural and cognitive therapy. The authors state that the lack of difference 
between the interventions appears to be a robust finding. To assess the maintenance 
of psychological change, a follow up study was carried out (Gallagher-Thompson, 
Hanley-Peterson and Thompson, 1990). They wanted to assess for new depressive 
episodes in the two years after the termination of therapy looking across the three
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therapeutic groups. Those who were depression free at the end of treatment had 
maintained this over the two-year duration whilst those who’s major depressive 
disorder had persisted despite the treatment remained depressed at follow-up.
The authors conclude that the older participants were as responsive to these 
interventions as younger populations. In these studies it is worth noting that whilst 
older adults participated the mean ages were 66 and 67 years old, relatively young 
given the increasing age that individuals can live to. No research exists which 
explores the applicability of treatment in an older age sample.
Scogin and McElreath (1994) carried out a meta-analysis of 17 studies which totalled 
23 comparisons of approaches for treating depression. Included were. 7 cognitive 
therapy, 4 behavioural therapy, 3 interpersonal, 3 psychodynamic, 8 reminiscence 
therapy and 1 eclectic approach. Effect sizes were analysed to find out whether the 
psychosocial interventions were superior to the no-treatment or placebo control 
groups. This was found to be the case, with an effect size of .78, a figure comparable 
to a similar meta-analysis that took place to review psychotherapy for depression 
across all the ages (Robinson, Berman, Neimeyer, 1990; cited in Scogin and 
McElreath, 1994). Unfortunately, the small number of studies which were eligible for 
inclusion in this meta-analysis meant that comparisons could not be made between the 
psychosocial interventions to compare efficacy of particular orientations. The authors 
considered that whilst the interventions included in the meta-analysis were all 
effective for treating older adult depression, the mechanisms by which each 
intervention achieved success were not explainable.
Anxiety
Similarly, whilst anxiety is a significant problem in older adults little research as been 
carried out to observe the efficacy of PDT. Wetherell (1998) makes the point that 
anxiety measures were included in Thompson et al. (1987) and Steuer et al. (1984) 
studies on depression in older adults due to the high comorbidity of depression and 
anxiety. They found that anxiety decreased significantly after the interventions but as 
with the decrease in depression there were no differences between the different 
treatments given. In terms of specific anxiety diagnoses such as phobias, panic
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disorder, obsessive compulsive disorder and post traumatic stress disorder the 
literature regarding the efficacy of PDT is non-existent (Wetherell, 1998). Wetherell 
makes the point that for phobias and panic disorder, behavioural and cognitive- 
behavioural therapy are viewed as more effective than the psychodynamic approach in 
younger adults and there is currently no indication that older adults should be any 
different.
Caregivers
Depression has been noted to be between 18% and 46% in older adults who are 
primary caregivers (Gallagher, Rose, Rivera, Lovett and Thompson, 1989). Rose and 
DelMaestro (1990), in their brief psychodynamic approach to working with 
caregivers, based their treatment on the concept of separation and individuation 
(Mahler, Pine and Bergman, 1975). This theory is focused on the move a child 
makes from complete symbiosis with the mother to an individual person with their 
own thoughts, opinions and sense of self, separate from those of the person who gave 
them life. Throughout life a struggle takes place between balancing the symbiosis 
inherent in close human relationships with the need to be an individual. When a 
partner or a family member develops a difficulty which causes dependency, carers 
who have experienced conflicts with separation and individuation in the past are at 
risk of developing psychopathology (Rose and DelMaestro, 1990).
Gallagher-Thompson and Steffen (1994) were interested in comparing the efficacy of 
treatment based on the above psychodynamic model with a CBT approach to 
depressed caregivers. They assigned 66 depressed primary caregivers of physically or 
cognitively disabled older relatives to 20 treatment sessions of either brief PDT or 
CBT. The mean age of the participants were 66 years old and were predominately 
female (96%) and were either sisters, wives or daughters of the individual being cared 
for. Within both treatment groups there was a mixture of participants who had been 
long term carers (>40 months) and those with a shorter care history (< 40 months). 
The length of time that the relatives had been care giving was a significant factor in 
the success of the two different therapies. The authors had hypothesised that the PDT 
would be more effective with long-term carers whilst CBT would show more benefit 
for short term carers. However, contrary to this, it was found that caregivers of over
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40 months benefited more from the CBT and the caregivers of a shorter duration 
improved more from the psychodynamic intervention. To explain this finding, 
Gallagher-Thompson and Steffen (1994) suggest that over an extended period of time 
caregiver’s social and emotional abilities become drained making the CBT orientation 
more favourable as it provides structured and directive help to rebuild coping skills. 
In contrast, they suggest that the psychodynamic approach may be unsuitable because 
of reinforcing ‘the enormous sense of loss they are already experiencing’ (p.548). For 
the recent caregivers they suggest that the greater benefit of the PDT approach may be 
due to this focus on losses as they make the initial adjustments to the inevitable 
changes. This research highlights the importance of carefully designed research trials 
to determine treatment efficacy and the potential dangers of drawing assumptions 
from theoretical models.
Dementia and Psychodynamic Psychotherapy
Dementia primarily effects an older age population and as the figures rise of 
individuals living for longer it is inevitable that the services will have to contend with 
a rise in the treatment of this problem. The American Psychiatric Association (1994) 
defines dementia* as a deteriorating neurological or psychiatric disorder, characterised 
by a number of indicators of cognitive impairment. Woods (1996) suggests that 5% of 
people over the age of 65 years and 20% of those over 80 years old are likely to 
develop dementia. It has only been in recent years that the psychological and 
emotional impact of the disease has been recognised alongside the physical aspects 
(Cheston, 1998).
Previously the individual personal experiences of the disease has been ignored 
(Kitwood, 1993). Solomand and Szwabo (1992) noted that the most common reaction 
to a diagnosis of dementia is depression and this is commonly seen alongside 
problems with anxiety and ‘agitation’ as well (Wetherell, 1998). In terms of 
therapeutic input for the individual sufferer, various psychotherapeutic approaches 
have been applied in the last ten years: support groups (LaBarge and Trtanj, 1995); 
psychodynamic psychotherapy (Hausman, 1992); validation therapy (Feil, 1982,
* D em entia is a generic term which covers the specific types o f  dem enting illness such as A lzheim er’s 
Type, Vascular D em entia and L ew y Body-type D em entia.
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1985; Toseland, Diehl, Freeman, Manzanares, Naleppa and McCallion, 1997) and 
cognitive behavioural therapy (Teri-Gallagher-Thompson, 1991). Research into the 
relative success and applicability of these approaches for this population remains in its 
infancy with studies yet to provide control group comparisons or use standardised 
outcome measures. As such it is difficult to discuss the appropriateness of 
psychodynamic psychotherapy for dementia in terms of efficacy over and above other 
approaches. However, the appropriateness of the model from a theoretical perspective 
can be explored.
Hausman (1992) views the depression and anxiety associated with dementia to be a 
result of the tremendous amount of losses that take place for the individual sufferer. 
These are listed as the ongoing loss of ego resources and psychological defences; loss 
of control over the self and the world around; and loss of flexibility leading to an 
inability to work on existing or new relationships. Psychodynamic therapy 
particularly targets the loss of ego resources by using the transference process to 
integrate the therapist’s ego with the client’s ego in order to provide a ‘second self’ 
(Soloman and Szwabo, 1992). Sinason (1992) makes the point that whilst there is 
clear organic disease and degeneration, emotions and the interaction between mind 
and body play a significant role in the individual experience of dementia, particularly 
in the experience of secondary handicap. In her case study of a professor with 
Alzheimer’s (Sinason, 1992), she explores how working with the emotional 
component, by “being a receiver and a transmitter for...inner most fears” (p. 100), can 
facilitate the adjustment and grieving process resulting in a reduction of secondary 
handicap.
In order to be effective, psychodynamic therapy needs to deviate from the norms of 
working normally applied with a ‘well’ younger-adult population and make 
adjustments in much the same way as a therapist would when working with children 
or with people with learning disability. Hausman (1992) discusses the special 
techniques which can be used, such as having frequent but shorter sessions, providing 
therapy at the client’s optimum time of day, using short simple sentences and 
summarising throughout. A greater informality and flexibility is also necessary
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which might see the therapist touching, sharing a cup of tea, or even eating with the 
client.
Clinical and Professional Issues
It is important for the clinician working within an older adult population to not view it 
as a homogenous group but rather remain flexible to the enormous degree of variety 
and difference that might be presented within a group that can span potentially from 
65 to 100 years. Certainly, those entering the older adult phase now were young 
adults during the societal changes that took place in the 1960’s whilst the older 
generation had to contend with startling different societal norms and opinions. 
Indeed, this population has been considered to be more heterogenous than other age 
groups (Thompson, Gantz, Florsheim, DelMaestro, Rodman, Gallagher-Thompson 
and Bryan, 1991; cited in Wetherell, 1998). There has been discussion regarding the 
ability of this current older age population to speak about emotions and feelings. 
Porter (1991) discusses the ‘tendency within the elderly towards particular defence 
mechanisms such as denial, somatization and a focus on the practical; and in some 
cases an inability or lack of desire to confront the unbearable, the undiscussable, the 
irresolvable’. Appropriateness for a psychodynamic way of working, as with other 
client groups, needs to be assessed on a case by case basis but PDT cannot be ruled 
out as inappropriate due to stereotypical outline of an older adult.
Another important aspect of working psychodynamically is to obtain consent for the 
client once an understanding of what the treatment will entail and the potentially 
painful aspects of the process has been shared. Sinason (1992) discusses the 
implications of asking an individual to ‘open their eyes’ to their predicament 
particularly if it involves confronting the unbearable. This raises issues of working in 
this way with clients with dementia and how a clinician can be sure that the client is 
able to give fully informed consent.
Older adults are at an increased risk of developing physical health problems when 
compared to the younger population (National Services Framework, 2001) and 
successful differential diagnosis is paramount to determine whether symptoms are
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caused by an underlying medical disorder. Cardiovascular, endocrine, pulmonary, 
gastrointestinal, pharmacological factors and neurological disorders can all give a 
presentation of somatic symptoms (Aciemo, Hersen and Van Hassalt, 1996; cited in 
Wetherell, 1998). Offering a psychodynamic intervention has to take place as part of 
a multi-disciplinary team assessment and decision.
Conclusion
This essay has attempted to explore the ways in which psychodynamic psychotherapy 
could be perceived as being inappropriate. It has shown that developmental theories 
of ageing are not inconsistent with the in-depth and reflective approach of PDT. 
Indeed, to suggest that older adults are resistant to change and not able to learn would 
also preclude them from achieving successfully within other therapeutic orientations 
such as cognitive-behavioural therapy. The therapeutic tools specific to 
psychodynamic work, transference and countertransference, can be complicated 
through issues of old age and age differences between therapist and client. However, 
these are not insurmountable difficulties and are no greater than difficulties observed 
when working with alternative client groups. Although outcome research is lacking, 
the preliminary work that has been carried out suggests that PDT is just as effective as 
other psychosocial interventions. Concerns regarding the length of time that PDT 
might take to achieve results, particularly in the climate of a troubled National Health 
Service, seems to be unjustified with brief PDT interventions being as successful as 
the same number of sessions offered within a CBT framework. There are some 
indications, taken from the work carried out on interventions with depressed care­
givers, that there might be circumstances in which one therapeutic approach works 
better than another but, currently, there is not enough research to fully understand the 
mechanisms behind the success of different approaches. One of the major concerns
I
for older adult services is the provision for individuals with dementia. This essay has 
attempted to show that from a theoretical and anecdotal level, PDT can offer much in 
the way of relieving emotional distress and secondary handicap complications which 
occur as a result of the physical degeneration associated with dementia. To conclude, 
psychodynamic psychotherapy is a viable and creditable approach and as such can be 
considered an appropriate model when working with older adults.
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Introduction
The diagnosis of Chronic Fatigue Syndrorrie (CFS) rests on the description of the 
symptoms by the sufferer as no clear pathological indications have been identified. 
The principal symptom is one of overwhelming tiredness that significantly impairs 
daily functioning and does not abate following rest or sleep. Sufferers also complain 
of headaches, flu-like symptoms, muscle weakness, poor concentration and memory.
Other terms which have been used for the presentation of this constellation of 
symptoms are Myalgic Encepalomyelitis (ME), post viral fatigue syndrome (Butler, 
Chalder, Ron and Wessely, 1991) and chronic epstein-barr virus syndrome (Petrie, 
Moss- Morris and Weinman, 1995). Wessely (1990) has argued that George Beard, 
an American Neurologist, was studying the presence of these in the 1800’s, under the 
term ‘neurasthenia’. It appears that the term CFS is currently preferred (Royal 
College of Physicians, 1996) as it does not imply a particular aetiology (Chalder, 
Cleare and Wessely, 2000). The name post viral fatigue implies an aetiology that has 
not been established (Butler, Chalder, Ron and Wessely, 1991).
In 1994 a group of International researchers put together a definition of CFS in a 
move to standardise the diagnosis of CFS across countries (Fukuda, Straus, Hickie, 
Sharpe, Dobbins and Komaroff, 1994). This can be seen in Figure 1. This definition 
specifies only a small number of symptoms over and above the fatigue and excludes 
only a relatively small number of psychiatric symptoms.
Pawlikowska, Chalder, Hirsch, Wallace, Wright and Wessely (1994) explored fatigue 
in the general population and concluded that CFS could be positioned at the end of the 
continuum, just as “high blood pressure and alcohol consumption are morbid ends of 
normal spectrums”. From this study it can be estimated that between 0.5 and 1 % of 
the general population fulfil criteria for CFS but only 0.2% believe that they are 
suffering from CFS or ME (Chalder, Cleare and Wessely, 2000).
76
Specialist Essay: Health Psychology
Figure 1: Definition of CFS (Fukuda et al, 1997)
Inclusion C riteria:
1. C linically evaluated, m edically unexplained fatigue o f  at least six  months duration that is:
•  O f new onset (not life long)
•  N ot resulting from ongoing exertion
•  N ot substantially alleviated by rest
•  A  substantial reduction in previous level o f  activities
2. The occurrence o f  four or more o f  the fo llow in g  sym ptom s:
Subjective memory impairment 
Sore throat 
Tender lymph nodes 
M uscle pain 
Joint pain 
Headache 
Unrefreshing sleep
Post-exertional m alaise lasting more than 2 4  hours
Exclusion C riteria:
A ctive, unresolved or suspected disease
M elancholic or bipolar depression (but not uncom plicated major depression) 
Psychotic disorder 
D em entia
Anorexia or bulimia nervosa 
A lcohol or other substance misuse 
Severe obesity
Other studies have noted prevalence to be between 7.4 and 37 per 100, 000 depending 
on diagnostic criteria (Lloyd, Hickie and Broughton, 1990; Proce, North, Wessely and 
Fraser, 1992; cited in Petrie, Moss- Morris and Weinman, 1995). All of these 
prevalence studies have noted a higher incidence in women and higher socio- 
economic status or university educated. This has been attributed to health-seeking 
bias rather than an illness bias (Euba, Chalder, Deale and Wessely, 1995; Lloyd, 
Hickie, Broughton, Spenser and Wakefield, 1994; cited in Moss-Morris, 1994).
A tremendous amount of controversy has raged over the aetiology, management and 
symptomatology of CFS (Heijmans, 1998). Causes that have put forward include 
chronic viral infection, dysfunction of the immune system, neuroendocrine 
disturbance, and depression (Sharpe, Hawton, Simkin, Surawy, Hackmann, Klimes, 
Peto, Warrell and Seagroatt, 1996). Areas of focused research have been diverse and 
empirical support has been found for the role of psychological and organic factors
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(Moss-Morris, 1997). The evidence that has been amassed suggests that it is a 
heterogeneous syndrome, influenced by multi-causal pathways (Deale, Chalder, 
Marks and Wessely, 1997).
Chalder and Williams (1997) traces the controversy over CFS back to the western 
tradition of trying to understand illness, symptoms and disease in a “dualistic” way, as 
either being physical or psychological in origin. They state, “Illness with an obvious 
aetiology are usually perceived as real, where as those without demonstrable organic 
pathology are viewed as being “all in the mind” or psychiatric and therefore 
potentially not real”. Given this climate it is understandable that sufferers have 
pushed for CFS to be understood as a physical disease. A physical disease is seen as 
something that warrants suffering whereas psychological illness implies malingering 
(Chalder, Cleare and Wessely, 2000). Chalder and Williams (1997) emphasise the 
role of semantics in this debate where psychological is understood predominately to 
mean “psychiatric” or “imaginary”.
An unestablished aetiology need not rule out effective treatment strategies (Deale, 
Chalder, Marks and Wessely, 1997), and as such, this essay will explore the 
contribution of psychological theories to the understanding and treatment of CFS. It is 
acknowledged that literature exists looking at the role of families and significant 
others in the development and maintenance of CFS (e.g. Heijmans, de Ridder and 
Bensing, 1999) but this essay will focus specifically on the contributions of cognitive 
behavioural theory and psychodynamic theory. These are both central models used by 
clinical psychologists working in the NHS and knowledge of the literature is essential 
in a climate of evidence-based practice.
The Cognitive Behavioural Model
The cognitive behavioural approach developed initially as a psychological treatment 
for depression (Beck, Rush, Shaw and Emery, 1979). The basic assumption behind 
cognitive behavioural work is that people’s thoughts and interpretations of events 
determine behaviours, emotions and physiological states. The thoughts may be 
distorted or inaccurate and lead to unpleasant, negative or excessive emotional 
reactions (Sharpe, 1996). Behaviours are then affected as the individual seeks to cope
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with or minimise unpleasant emotional reactions. This model has been applied in the 
understanding and treatment of numerous psychological problems including anxiety, 
social phobia and obsessive compulsive disorder (Wells, 1997). Sharpe (1996) 
discussed how it has also been applied to a model of illness whereby distorted or 
inaccurate thoughts regarding symptoms leads to a perpetuation in the symptoms via 
several routes; 1) Catastrophic interpretations may lead to excessive emotional 
reactions. 2) The belief that the symptoms are beyond the person’s control may lead to 
poor coping responses on behalf of the patient. 3) Both excessive emotional reactions 
and maladaptive coping may accentuate the physiological abnormalities giving rise to 
symptoms.
The Cognitive Behavioural Model of CFS 
The Role o f Rest
As a physical disease with no pathological markers it has been difficult to advise 
treatment. Rest continues to be a popular remedy carried over from the treatment of 
neurasthenia in Victorian times where sufferers were compared to a storage battery 
that had been “discharged rapidly or for too long a time” (Pershing, 1904; cited in 
Wessely, 1996). Advice to rest and wait for the ME to go away has been seen in 
magazines, self-help books and even recommended by the ME Action Campaign 
(Wessely, 1996). Wessely comments that this advice contradicts most medical 
treatment, which would not propose rest as management in chronic, and even many 
acute conditions. Exercise is a central component for the treatment of Fibromyalgia 
and neuromuscular disorders - both of which bear very similar characteristics to CFS. 
As a treatment strategy rest has been popular because, in the short term it is an 
effective strategy for dealing with acute fatigue. Unfortunately, rest on a long-term 
basis can result in significant physical deconditioning. Wessely highlights that the 
“muscle metabolism and mitochondrial activity that have been reported might all be 
explained on the basis of physical deconditioning”.
Wessely, Butler, Chalder and David (1991) proposed an early model of CBT for CFS. 
It was hypothesised that whilst the onset of CFS was triggered by a viral precursor, or 
some other organic precursor, the move from acute illness to chronic condition was
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determined by the psychological response to the illness. This process was said to 
occur when the usual physical deconditioning following rest for a viral attack was 
attributed to further evidence of illness. A vicious cycle of resting in an attempt to 
“cure” these symptoms but further exacerbating deconditioning then leads to the 
chronic state. At this stage, psychological factors such as fear, anxiety, depression 
and loss of control are triggered which are hypothesised to perpetuate the vicious 
cycle.
The Role o f Illness Beliefs and Attributions
There is a growing body of research that adds support for the involvement of illness 
attributions and beliefs in the maintenance of CFS. Petrie, Moss-Morris and Weinman
(1995) looked at the association between catastrophic beliefs and the effect of illness 
on behavioural function (for example, working hours, leisure pursuits, and social 
interaction). 282 participants with CFS were asked to describe the consequences of 
pushing themselves beyond their present physical state. 31% provided a response that 
was categorised as catastrophic in terms of number of symptoms expected and length 
of recovery time. Catastrophisers and non-catastrophisers did not differ in 
psychological adjustment or in the number of physical symptoms associated with CFS 
but there were significant differences in their levels of fatigue. Catastrophisers had 
higher levels of fatigue and reported more reduction in work time, social and 
recreational pursuits. Petrie, Moss- Morris and Weinman (1995) conclude, “since the 
outcome of increased activity is perceived to be highly negative, catastrophisers are 
much more likely to give up than persist with working towards increasing their level 
of physical activity”.
Ray, Jeffries and Weir (1995) carried out a study to explore patients’ ways of 
managing their ongoing symptoms of CFS and the implications of these strategies. 
147 patients completed questionnaires exploring fatigue symptoms and coping 
strategies, impairment in life areas (work, home management, anxiety and social 
activities and private leisure), depression and beliefs regarding locus of control and 
illness attributions. It was found that focusing on symptoms and disengaging in 
activities were positively correlated with fatigue, anxiety and depression. Maintaining 
activity was negatively related to impairment in life areas. In contrast.
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accommodating the illness, focusing on the symptoms and suppressing activity were 
positively related to impairment in life areas. Whilst severity of fatigue was 
controlled for, the causal direction of relationship between coping and fatigue severity 
is ambiguous and calls for a prospective research design as opposed to cross-sectional 
to really say for certain the direction of causality.
Chalder, Power and Wessely (1996) explored the implications for outcome of 
attributing fatigue to ‘ME’ (e.g. a physical interpretation), psychological (e.g. feeling 
depressed) or social factors (e.g. work pressures, family commitments). At the outset 
all three groups had suffered from fatigue for more than 6 months duration at a pre­
specified level of severity. At the point of assessment the ‘M E’ attribution group were 
found to have higher fatigue of longer duration but were less psychologically 
distressed than the other two groups. 18 months later all three groups were followed 
up and completed questionnaires covering fatigue, psychological distress, number of 
symptoms, attributional style and levels of disability. It was found that a ‘ME’ or a 
‘psychological’ attribution was linked with higher levels of fatigue at follow-up even 
after duration and severity at the outset were controlled for. Participants who 
attributed their fatigue to social factors had lower levels of tiredness and were less 
dysfunctional in terms of work, home, social and private leisure activities. Low levels 
of psychiatric morbidity were found in the CFS groups which goes against other 
research which suggests the two are closely interrelated (Taerk, Toner, Salit, Garfinkel 
and Ozersky, 1987; Wessely and Powell, 1989).
This was a community participant sample and Chalder et al. (1996) suggest that a 
sampling bias exists in the other research whereby patients are recruited via secondary 
or tertiary care clinicians. Using the label of ‘M E’ in this group may well have 
protected them from the distress of being labelled with a psychological problem. 
However, Chalder et al. (1996) link the increased severity of fatigue symptoms, over 
the duration of 18 months, to the tendency to reduce activity to cope with symptoms.
Expanding the Model to Incorporate Predisposing and Precipitating Factors 
Chalder, Cleare and Wessely, (2000) have recently expanded the CBT model to 
incorporate psychological factors that may predispose and precipitate an individual
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developing CFS. Figure 2 shows the connections between the different factors. There 
has been an ongoing debate regarding the relevance of personality as a predisposing 
factor in CFS, particularly ‘hyperactivity, workaholism and high standards for work 
performance’ (Chalder et al., 2000).
Magnusson, Nias and White (1996) wanted to explore ‘perfectionism’ as a 
vulnerability factor for fatigue. 121 female nurses completed assessment measures 
looking at six aspects of perfectionism. These were personal standards and 
organisation, classified as ‘positive perfectionism’, and concern over mistakes, 
parental expectations, parental criticism and doubts about actions, classified as 
‘negative perfectionism’. The study found that ‘negative perfectionism’ was strongly 
associated with fatigue, but ‘positive perfectionism’, in particular ‘personal standards’ 
was inversely related suggesting that positive aspects of perfectionism can be 
protective against tiredness.
Wood and Wessely (1999) compared patients with CFS or Rheumatoid Arthritis to 
see if CFS patients had identifiable personality traits or particular social attitudes. 
They concluded that CFS patients did not have the personality traits that the popular 
media attribute to them such as perfectionism or social desirability. In contrast. 
White and Schweitzer (2000) found that CFS patients scored significantly higher on 
measures of perfectionism and had lower self-esteem scores than a group of 
individuals without CFS who were matched for age and gender. The control group 
used by Wood and Wessely (1999) may have bom too much similarity with the CFS 
group to be a reliable comparison group.
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Figure 2. Factors that contribute to the development and maintenance of CFS (Chalder, 
Cleare and Wessely, 2000)
P ern e tu a tin s  F actors
B eh av iou ra l
Pred isD osine F actors R eduction o f  activities 
f  Frequent visits to the doctor /  hospital
Unhelpful core beliefs about the I  Poor sleep  routine
meaning o f  sym ptom s e.g. physical /  A voidance o f  tasks /  specific places
sym ptom s are dangerous  ^ /
C ogn itive
 ^ Fear o f  m aking sym ptom s worse
Physical illness attributions 
Sym ptom  focusing
P recip ita tin g  F actors \ \ \ Influenced by m em ory o f  past aversive
N egative life events /  chronic stress! \ \  experiences
Illness /  d isease i.e. infection \ \ \  F eeling out o f  control
.
\  \  A ffectiv e
\  D em oralisation  
\  L ow  m ood  
\  Frustration
\ ^ S o c ia l an d  C u ltural
\ M ind-body dualism  
\ M isinform ation in the media  
\ U nhelpful advice  
\ B ein g  disbelieved  
\ R ole o f  fam ily and friends 
\ latrogenesis
\ P h y sio lo g ica l
^  D e-conditioning  
L oss o f  m obility  
L ack o f  fitness 
W eakness
The debate surrounding personality variables as a contributory factor in the 
development of CFS has provided inconclusive evidence. In addition, retrospective 
studies have shown some evidence that stressful life events can be a precursor to the 
development of CFS (Salit, 1997; cited in Chalder et al., 2000). The only longitudinal 
study to have been carried out (Bruce-Jones, White, Thomas and Clare, 1994; cited in 
Chalder et al., 2000) found a connection between stress and CFS but found a higher 
correlation between stress and depression. This seems to suggest that stress manifests
83
Specialist Essay: Health Psychology
itself in different ways according to the individual. Whilst understanding the context 
in which CFS developed is useful for the clinician, CBT treatment tends to focus on 
identifying the cognitive biases which can rriaintain and exacerbate unhelpful coping 
responses. Research into the success of the treatment trials is discussed below.
CBT Treatment Trials
In Butler, Chalder, Ron and Wessely’s (1991) treatment trial of CBT for CFS, 32 
patients chose to accept and 18 patients refused treatment. There was a trend for those 
refusing treatment to view their illness as entirely due to physical factors. The 
participants who fulfilled operational criteria for depression were started on 
antidepressant (N= 20; Dothiepin, tricyclic anti depressant) medication. The CBT 
explored the beliefs around the disabilities, examined cognitive distortions and 
negotiated behavioural targets. It also taught a ‘pacing’ approach where rest and 
activity became contingent on time rather than tiredness and addressed the beliefs that 
lead CFS sufferers to rest on ‘bad’ days and increase activity dramatically on ‘good’ 
days. Therapy time ranged form 2 to 20 hours with a mean of 7.5 hours. The trial 
found for those who completed treatment (N= 27 out of 32), 3 deteriorated and 6 
remain unchanged. All those who deteriorated had affective disorder. In the 
remainder there was an overall disability improvement of 60%. Mood, anxiety and 
somatic symptoms decreased as functional disability decreased. A second variable 
affecting outcome was also noticed. Of the 7 patients who attributed their illness to 
exclusively physical causes, six had a poor outcome. A four-year follow-up revealed 
that the positive results of the study had largely been maintained (Bonner, Ron, 
Chalder, Butler and Wessely, 1994; cited in Deale, Chalder, Marks and Wessely, 
1997).
Findings of this study have to be interpreted cautiously but they were published at a 
time when it was thought that little could be done to improve the quality of life for 
CFS sufferers. The study also highlighted how persistent mood disorders and strong 
illness attributions led to a poor treatment outcome. It is also worth noting the lack of 
standardisation of access to therapist time and the short mean time of treatment of 7.5 
hours. The authors acknowledge the possible confounding affect of the antidepressant 
medication as an alternative explanation for improvement but state that participants
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not on medication achieved just as good results as those taking it. There was a high 
level of non-treatment take up and drop out which is not necessarily surprising given 
the apparent disparity between a seemingly ‘psychological’ treatment approach and 
the médicalisation of CFS in the general population (Wessely, 1990).
Friedberg and Krupp, (1994) compared a CFS treatment group (N=23) with a primary 
depression treatment group (N = 20) and a no treatment group of subjects with CFS 
(N=22). It was a group therapy treatment that focused on validation of symptoms and 
disabilities, relaxation training, cognitive skills to tackle catastrophic interpretations of 
illness and tolerance of illness limitations and techniques to divert attention form 
dwelling on symptoms. Behaviourally, the treatment aimed to get participants to 
restructure their lives to take into account the limitations caused them by the illness 
e.g. scheduling rest and reducing workload at home and work. The depression group 
received the same treatment package but without the focus on chronic illness. At the 
end of treatment, there was no difference between the three groups in regard to 
depression or stress symptoms whereas at the outset depression had been significantly 
higher in the primary depression group. The level of fatigue however remained 
significantly higher in the two CFS groups than the primary depression group. The 
CFS treatment group did show a lowering in fatigue related cognitions, which was 
associated with a lowering in depression scores.
This study highlights the importance of a graded exercise approach as part of the 
treatment package. Whilst overall psychological wellbeing was enhanced by the 
treatment it did not touch levels of fatigue. This is not surprising considering that the 
behavioural intervention consisted of moderating activity. The intervention was 
carried out as group work, which limits the opportunities to identify the particular 
cognitions relevant to each individual. Understanding the individual maintaining 
cognitions is particularly relevant when the heterogeneous nature of CFS is taken into 
consideration. Treatment packages require the skills of a CBT trained therapist to 
adjust techniques accordingly to the individual.
Sharpe, Hawton, Simkin, Surawy, Hackmann, Klimes, Peto, Warrell and Seagroatt
(1996) conducted a randomised control trial comparing medical care with medical
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care plus cognitive behaviour therapy. For the CBT treatment, 16 individual sessions 
incorporated gradual and consistent increases in activity and techniques for addressing 
negative perfectionism and self-criticism. 60 patients (only 2 patients declined) were 
recruited for the study with all completing the treatment. At the 12 month assessment 
it was found that 63% of the CBT group had improved in work status compared with 
20% of the medical care group. Deterioration was reported in 13% (4/30) of the CBT 
group and 10% (3/30) in the medical care group. It was reported that treatment effects 
remained after the completion of treatment but it is not specified how and when 
lasting effects were measured. Evident that ‘cure’ did not seem to take place although 
normal levels of functioning are achievable even if there remains some level of 
fatigue.
It is noteworthy that, although reduced, fatigue remained and this raises the question 
of whether or not CBT addresses the underlying symptom of CFS. It appears to 
improve quality of life for individuals but maybe it is an approach that helps sufferer 
live with a chronic condition rather than a curative approach. It is also worth noting 
that 12 participants within the CFS group stayed the same or felt they deteriorated.
Deale, Chalder, Marks and Wessely, (1997) compared CBT with relaxation which was 
chosen as a comparative group to control for “non-specific treatment factors, 
including support, therapist time and attention, expectations, and homework practice”. 
60 chose to participate whilst 7 eligible for treatment refused. 17 of the participants 
also fulfilled criteria for psychological and psychiatric problems. 3 participants 
dropped out of the CBT programme and four from the relaxation group. The CBT 
followed a similar protocol as outline above. The relaxation group used a similar 
structure in regards to engagement, information gathering and diary keeping but no 
advice about structuring periods of daily rest and activity were given. At a 6-month 
follow-up, 19 out of 27 from the CBT group and 5 out of 26 from the relaxation group 
approved according to the pre-specified outcome criteria. 15 of the CBT cases no 
longer fulfilled the diagnostic criteria for CFS. Not benefiting from the treatment was 
associated with taking medical retirement or making a new claim for disability-related 
benefit during treatment. -
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Of the two trials that provided individual intensive CBT, CBT was found to be 
significantly better than both medical care and relaxation therapy. In these trials there 
was still a proportion (between 30% and 37%) who were not able to benefit from the 
treatment and, of those who did improve, fatigue continued to be a persistent 
symptom. Nevertheless, CBT is the only “treatment that has, so far, been shown to be 
substantially helpful to patients with CFS in a randomised clinical trial that has been 
replicated in an independent centre” (Sharpe, 1998).
The Psychodynamic Model of CFS
There has been little research carried out into the application of a psychodynamic 
approach to the treatment of CFS. However, as a model that clinical psychologists 
use, it will be the aim of this section to explore how psychodynamic thinkers may 
approach and make sense of the aetiology so that this model can be applied to the 
treatment of CFS.
Psychodynamic psychotherapy is interested in the recovery and expression of 
unconscious mental contents (Abbey, 1996). There is a history of working with 
people with ‘psychosomatic’ ailments within psychodynamic literature but “it is a 
complex, difficult and often confusing subject, about which views vary considerably 
and knowledge and understanding is limited” (Richards, 1991). Traditionally, 
psychosomatic illnesses were identified as the ‘Big 7’: peptic ulcer, bronchial asthma, 
essential hypertension, thrytoxicosis, ulcerative colitis, rheumatoid arthritis and 
neurodermatitis (Deutsch, 1959, cited in Richards, 1991). This has since broadened 
out and a working definition of psychosomatic illness, as seen in Figure 3, reveals 
how CFS may also be understood in these terms. It is worth highlighting from this 
definition that the physical illness symptoms are viewed as ‘real’, requiring medical 
involvement, but are understood in terms of physical manifestations of unresolved 
emotional conflict.
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Figure 3. Ryecroft’s definition of Psychosomatic Illness (1968, cited in Richards, 1991)
“Illness and sym ptom s are designated ‘psychosom atic’ if  (a) the sym ptom s are accom panied by 
demonstrable physiological disturbances o f  function, and (b) the sym ptom s and the illness as a 
w hole can be interpreted as a manifestation o f  the patient’s personality conflicts, life-history etc. 
Condition (a) distinguishes from neurosis, particularly conversion hysteria. C ondition (b) 
distinguishes from organic disease pure and sim ple. D elim itation o f  the field  o f  psychosom atic  
illness is bedevilled by two factors: the ease with w hich the condition (b) can be fu lfilled  by 
enthusiastic speculation, and the possibility that constitutional factors may predispose to specific  
types o f  both mental and physical illness.”
Since this definition, psychodynamic thinking has developed to place psychosomatic 
illnesses within a biopsychosocial framework whereby the “interplay between 
biological, psychological and social factors” are taken into consideration (Taylor, 
1987; cited in Richards, 1991). The mechanism behind the development of a 
psychosomatic illness has been described by Taylor (1987, 1992; cited in Taerk and 
Gnam, 1994). An individual develops an increased vulnerability to disease following 
an inability to regulate his or her internal psychological and physiological 
environment. This inability develops as “a result of severe misattunements in the 
mother-child relationship. As a result, the child fails to internalise the tension- 
regulating functions of the mother. These individuals compensate for this “se lf’ 
defect by becoming overly dependent on others, only to fall ill when disruptions in the 
dependency relationships occur. The resulting illness (probably determined by 
genetic factors as well) could take the form of a psychiatric disorder, an organic 
disorder, or a combination of both” (Taerk and Gnam, 1994).
To expand on this explanation it is necessary to look at Object Relations Theory, a 
psychoanalytic theory that originated from Melanie Klein (Bateman and Holmes, 
1995). This theory postulates that an individual’s primary motivational drive is to 
establish relationships with others. This begins in infancy when the child pursues 
contact and engagement with the mother, and continues into adulthood through 
developmental stages. The early relationship with the mother is crucial for 
establishing the child’s internal representational world of its self, its “objects” (as in 
significant others) and the relationships between them. A ‘good enough’ mother will 
be able to know and attend to her child’s needs, acting as a containing force for the
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unknown and threatening, whilst giving back information in a manageable and 
digestible form. In this way, a child ‘internalises’ the mother so as to become an 
independent person who can tolerate negative aspects of existence (Winnicott, 1949). 
If this process becomes disrupted, a child may not have the skills to know what to do 
with raw emotion, and the more the disruption, the more entrenched it becomes. As 
Taylor describes above (1987, 1992; cited in Taerk and Gnam, 1994), when a negative 
life event takes place, the individual has not developed the skills to cope, resulting in 
either a psychiatric disorder, an organic disorder, or a combination of both.
A study by Hofer looking at mother rats (1983; cited in Taerk and Gnam, 1994) 
provides some evidence to support the hypothesis that the mother-child relationship 
can impact on the infant’s physiological development. He saw a link between the 
level of milk supplied, stimulation, and the rhythm and timing of the nursing 
interaction and changes in the rat pups’ organ systems (e.g. heart rate, levels of tissue 
enzyme, brain chemistry). Other evidence includes negative changes in the 
hypothalamic-pituitary-adrenal axis (HPA) and immune system functioning following 
traumatic early events (Gunnar, 1992; Coe, Lubach and Schneider, 1992; 
Laudenslager, Capitanio and Reite, 1985; all cited in Taerk and Gnam, 1994). Taerk 
and Gnam (1994) draw attention to the findings that abnormalities in both the immune 
system and HP A system have been identified in CFS.
Taerk and Gnam have constructed a model (see Figure 4.) to highlight how difficulties 
in the development of object relations can lead to an individual being psychologically 
and physiologically vulnerable. If, in later life, the individual suffers a disturbance in 
their object relations they are left lacking the ability to regulate the ensuing emotions. 
This in turn impacts on the immune system causing a physiological weakening which 
cannot then sufficiently cope with a Viral attack. Taerk and Gnam consider a 
psychodynamic psychotherapy which attempts to address this vulnerability through 
“an internalization of the tension-regulating components of the therapeutic 
relationship”.
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Figure 4. Explanatory model for disease susceptibility applied to CFS (Taerk and Gnam, 
1994)
Misattunement
VirusChild -  Caregiver
Affective and 
ptwsiological Instability
Immune
System
Failure of 
Self-consolidation
Defective Capacity 
For Self-Regulation
CFS
Symptoms
Dependence on Others 
For self-regulatory 
Functions
2° Depression 
and anxiety
Object loss ^  
Or separation Hypothalamic- ' 
Pituitary -  Adrenal 
Axis
Depressive illness
They describe two case studies of client’s with CFS where the therapeutic relationship 
succeeded in drawing out the links between fatigue and life events. How the clients 
used the therapeutic relationship gave insight into their object relations and as patterns 
were repeated the therapists were able to feedback information relevant to the problem 
in a manageable way for the client. Both cases were successful in treating the levels 
of fatigue.
McDougal (1989) talks at greater length of the use of these techniques in treating 
clients with psychosomatic problems, although not specifically CFS, and provides 
case studies detailing the progression through therapy. As the client learns more about 
the workings of their subconscious through interpretations by the therapist, ‘psychic 
change’ takes place leading to a lessening in physical problems.
Whilst success is detailed in the above case studies, no research has been applied to 
test whether the mechanism of change is linked with the theory behind the model. 
Although there is some research evidence to suggest that CFS onset does coincide 
with stressful life events (Salit, 1997; cited in Chalder, Cleare and Wessely, 2000) it is 
not known if these events can be understood in object relation terms. Whilst 
psychodynamic theory is difficult to research, this might be possible if a criteria could
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be defined for what did or did not constitute an event related to an individual’s object 
relation. To achieve this the qualitative history of the research participants would 
need to be known in a detail difficult to achieve for the number required to validate 
the research.
In addition, the literature does not provide outcome measures to assess the degree of 
change in fatigue and asks that the authors’ words surrounding the recovery be 
accepted. No attempt is made within the application of this model to encourage the 
client to begin activity again and considering the central importance of this within the 
GBT model it is hard to understand how psychodynamic work can tackle the 
significant physical deconditioning that results in years of inactivity. Nevertheless, 
the strength of this approach may lie in the psychic change that takes place that 
provides the client with resilience for future stressful events.
Clinical and Professional Implications
Chronic Fatigue Syndrome is one of many syndromes which cannot be explained 
medically and the ‘dualist’ way of understanding conditions in either a medical or 
psychological/psychiatric framework has placed and, still does place, restrictions on 
approaches to treating individuals. Whilst researchers and clinicians who work in the 
area have moved away from discussing CFS in an either physical or psychological 
framework, this polarisation remains, firmly entrenched both in our lay understanding 
of health and illness and in the structure of our health service. Whilst our health 
service continues to be split between medical services and psychiatric services, this 
common misconception will be perpetuated. Indeed, medical doctors still receive 
little training regarding the interplay between the mind and the body. This culture of 
dualism could potentially affect the likelihood of referral from doctors not 
experienced in the interactions between mind and body and, indeed, affect treatment 
uptake by the sufferer once a referral has been made.
It can be seen from the evidence presented in this essay that clinical psychologists and 
psychotherapists potentially have a significant role to play in the treatment of 
conditions of CFS. However, aside from the academic centres in the UK, such as
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London, there continues to be a short fall of appropriately trained NHS therapists in 
regional hospitals. Unless the condition has a reached a significantly disabling level it 
is unlikely that the patient will obtain a referral. This leaves a proportion of sufferers 
who could make significant gains to their quality of life untreated.
It is acknowledged that another important model for intervening with CFS is the 
systemic model. It might be the case that of those who did not benefit from the 
treatment trials outlined in this essay (30%- 35%), the symptoms of CFS may have 
become, over time, reinforced and maintained by the system in which they live. If this 
is the case, the individual or the family can block, albeit subconsciously, the necessary 
lifestyle changes to overcome physical deconditioning. This essay did not have the 
scope to cover a third model. However, it is important for clinical psychologists to be 
able to formulate across psychological models so that an understanding of why a 
treatment is not beneficial can be arrived and an alternative route can be taken.
Conclusions
The Cognitive Behavioural Model and the Psychodynamic Model of Chronic fatigue 
Syndrome both have a clear rationale for treatment. The CBT approach has been 
focused on primarily in research. This may be due to time-limited aspect of CBT and 
the greater emphasis on training courses on CBT for clinical psychologists. CBT has 
proved to be effective and useful in the understanding and treatment of CFS. Quality 
of life can be returned to a significant proportion of sufferers. Psychodynamic 
approaches are harder to standardise in preparation for research but there are 
subjective accounts of their treatment efficacy in this area. Whilst CBT may be the 
treatment of choice given the evidence-base that now exists, psychodynamic 
principles can enrich our understanding of why an individual may be vulnerable to 
conditions such as CFS. It might also be a useful tool for formulating and treating an 
individual who has not benefited from a CBT approach.
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Overview of Placement Experience
CORE ADULT M ENTAL HEALTH PLACEM ENT
Dates: October 1999 — March 2000
Supervisor: Ms Janice Rigby, Clinical Psychologist
NHS Trust: South West London and St Georges NHS Trust
This placement provided experience of working with a variety of adult mental health 
difficulties in the context of a Community Mental Health Team. Clinical work 
undertaken, informed by a cognitive behavioural framework, ranged from assessments 
for individual or group work, neuropsychological assessment and individual 
interventions for specific mental health problems. A CBT anxiety management group 
for outpatients was carried out. Therapeutic experience was gained in depression, 
obsessive-compulsive disorder, anxiety, social phobia and claustrophobia. In addition, 
valuable insight into enduring mental health problems such as paranoid schizophrenia, 
bipolar disorder and personality disorders, was obtained by attending a weekly ward 
round on the acute admissions psychiatric inpatient unit.
CORE PEO PLE W ITH  LEARNING DISABILITIES PLACEM ENT
Dates: April 2000 -  September 2000
Supervisor: Dr Nan Holmes, Clinical Psychologist 
NHS Trust: Kingston and Richmond NHS Trust
This placement provided experience of working within a Community Mental Health 
Team for people with mild to profound learning disability with a variety of 
psychological problems. Clinical work included consultation with care staff, direct 
client work and group work. Clinical work undertaken was informed by a multi- 
factorial framework which took into consideration the operant, ecological and 
biological factors impacting on the presenting problems. Assessment and intervention 
experience was gained in challenging behaviour, autism, bereavement, dementia, pica 
and self-injurious behaviour. A Dog Phobia Group, designed on the principals of 
behavioural theory, was undertaken for a group of people with moderate to severe 
learning disability.
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CORE CHILD AND FAMILY PLACEMENT 
Dates: October 2000 -  March 2001
Supervisors: Ms Sue Bodger, Clinical Psychologist: Dr Jane Santo, Clinical 
Psychologist
NHS Trust: South London and Maudsley NHS Trust
This placement provided experience of two settings relevant for the clinical 
psychologist working with children and families: a Community Mental Health Team 
and a Paediatric Liaison Service for a hospital. Experience was gained in both 
psychodynamic and systemic approaches to assessment, formulation and intervention. 
A wide range of problems were encountered including, somatic complaints, 
behavioural and conduct problems, attachment problems, encopresis, Asperger’s 
syndrome, maternal depression, ADHD and child protection issues. A fortnightly 
psychoanalytic workshop was attended throughout the placement in order to develop 
psychoanalytic thinking. Family therapy consultations were also regularly attended.
CORE OLDER ADULT PLACM ENT
Dates: October 2001 -M arch  2002
Supervisor: Dr Farzad Shamsavari, Clinical Psychologist
NHS Trust: South West London and St George’s NHS Trust
This placement provided experience of working with Older Adults both within a 
Community Mental Health team and on psychiatric inpatient wards. Experience was 
gained in systemic assessment, formulation and intervention with a variety of 
psychological issues such as bereavement, change and loss associated with the onset 
of dementia, inappropriate sexual behaviour, depression, marital problems and 
psychosis. Consultancy work was carried out with care staff in a residential home and 
a group for inpatients with moderate to severe dementia based on the principles of 
Validation Theory and Reminiscence was run for 16 weeks. In addition, a 
rehabilitation programme was designed and implemented for a client with acquired 
word blindness.
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SPECIALIST PLACEMENT: HEALTH PSYCHOLOGY
Dates : April 2001 -  September 2001
Supervisor: Dr Michelle Sowden, Clinical Psychologist
NHS Trust: Surrey Hampshire Borders NHS Trust
This placement provided experience of the role of a clinical psychologist working in a 
general hospital. Assessment, formulation and intervention were mainly carried out 
within a cognitive behavioural framework although systemic and psychodynamic 
theories were used to inform formulations. Experience was gained in the following 
presenting issues: chronic pain, adjustment to terminal illness, assessment for 
cosmetic surgery, OCD, social phobia, chronic fatigue syndrome, PTSD, depression, 
irritable bowel syndrome, myocardial infarction, pelvic pain syndrome, anger 
management, personality disorder and conversion disorder.
SPECIALIST PLACEM ENT: NEUROPSYCHOLOGY
Dates: April 2002 -  September 2002
Supervisor: Dr Laura Goldstein
NHS Trust: South London and Maudsley NHS Trust
This placement provided experience of the range of work carried out by a clinical 
neuropsychologist within a neuropsychiatrie service for both in and outpatients. Experience 
was gained in the selection, administration and interpretation of a wide range o f tests 
including the WAIS-III, WAIS-R, WMS, AMIPB, Doors and People, WASI, WTAR, VOSP,
' BADS, Hayling and Brixton, BDAE, Graded Naming Test, NART-II, BVRT, Trail Making 
Test, Stroop, Rey Osterrieth Complex Figure and FAS Verbal Fluency Test. Comprehensive 
neuropsychological assessments were carried out with patients with epilepsy to determine 
whether the patient might be a suitable candidate for surgery to relieve their epilepsy or to 
determine the effect of epilepsy on their cognitive functioning. Other patients assessed for 
level of cognitive functioning included those with non-epileptic seizure disorder, dementia, 
head injury and sturge-weber syndrome. Participation in the management and wards rounds 
also led to brief psychological interventions with inpatients such as psychoeducation for 
chronic pain and improvement of seizure monitoring.
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SUMMARY OF THE ADULT M ENTAL H EA LTH  CASE REPO R T 
The assessment and treatment of a 37 year old woman with depression 
Main Presenting Problem
Ms S had an 18-month history of memory and concentration problems, disturbed 
sleep, increased appetite and feelings of hopelessness and sadness. A Clinical 
Neuropsychologist who had attributed her memory and concentration problems to 
depression had referred her to the Community Mental Health Team.
Assessment Procedure
• Assessment for treatment interview drawing on the cognitive model for depression 
(Beck, 1979)
• Psychometric tests: Beck Anxiety Inventory (BAI) and the Beck Depression 
Inventory (BDI)
Formulation
The cognitive model of depression was the theoretical framework used to guide the 
formulation. Early life events that Ms S had experienced such as discovering she was 
adopted and being bullied at school ad led her to develop core beliefs that she was less 
worthy of love than other people. These beliefs had lain dormant until stressful life 
events, an abusive and unhappy relationship, difficulties at work and trying to trace 
her birth mother, triggered the dysfunctional beliefs that she held about herself. 
Having been activated these negative schemas were being maintained by negative 
automatic thoughts, systematic logical errors and behavioural changes such as loss of 
previously enjoyed activities.
Intervention
The intervention was comprised of discussion regarding the cognitive model of 
depression including the role of thoughts on emotions and behaviours, the vicious 
cycle of depression and systematic logical errors. Activity levels were addressed and 
time was spent exploring negative automatic thoughts using dysfunctional thought
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records. Ms S was educated regarding the nature of beliefs and cognitive techniques 
were used to explore and test out her own core beliefs.
Outcome
During the course of the treatment, Ms S’s scores on the Beck Depression Inventory 
fell and there were many changes observed both in her affect and in her activity levels. 
She re-esta.blished contact with her friends and engaged once more in an active and 
enjoyable social life. She had begun to take back some power in her relationship as 
her self-esteem had increased and was making plans to extract herself from the 
relationship. She reported that her confidence at work increased and that both friends 
and colleagues had commented on a positive change in her.
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SUMMARY OF THE PEOPLE WITH LEARNING DISABILITIES CASE REPORT
The assessment and management of challenging behaviour in a client with a mild 
learning disability
Main Presenting Problem
Ms M was exhibiting a range of challenging behaviours at her residential care home 
such as shouting, swearing, hand-biting and breaking objects. She was also unwilling 
to leave her room and mix with the other residents and staff.
Assessment Procedure
A multifactorial approach was taken in the assessment of Ms M ’s challenging 
behaviour. Information was gathered to understand the behavioural, ecological and 
operant factors involved in the development and the maintenance of the challenging 
behaviour. This was obtained through past medical notes, meeting with the client, her 
residential home care staff, staff from her day centre and her parents.
Formulation
In the eighteen months leading up to the referral, Ms M had experienced a number of 
significant life changes and losses. These losses were her family home, the 
connection with her wider social circle and the death of a close member of the family. 
Her communication and cognitive impairments meant that she was less able to express 
"her confusion and adapt to the changes. Ms M had not settled in her new home and 
was being made to feel unwelcome by another resident. She had learnt in the past that 
particular ways of behaving could remove her from an unpleasant situation. It was 
hypothesised that the current display o f challenging behaviour was her way of 
communicating her distress at the changes that had occurred in her life and were an 
indication that she had not settled in her new accommodation.
Intervention
A detailed functional analysis was carried out in order to understand the specific 
antecedents and consequences of Ms M ’s challenging behaviour. Using this 
information, guidelines were prepared collaboratively with the, care staff. Time was
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taken to help the care staff understand Ms M ’s challenging behaviour as serving a 
communicative role for her. This helped reduce staff negativity towards her and 
increase positive interactions with her in the home. In addition, a step-by-step 
teaching programme was initiated for a task that led Ms M to become distressed. The 
author also met with Ms M for individual weekly sessions. The main purpose of these 
sessions was to give Ms M time to explore her emotions surrounding the changes that 
had taken place in her life.
Outcome
The frequency of challenging behaviour incidents reduced and Ms M became more 
integrated into her new home. The amount of time she spent mixing with the other 
residents and the staff increased, and she began to develop a good relationship with 
her keyworker. She became more involved with the activities in the home such as 
cooking and playing cards. Staff reported no further management problems and her 
overall mood was said to have improved.
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SUMMARY OF THE CHILD AND FAMILY CASE REPORT
An extended assessment of an 8 year old girl with hyperactivity and attention 
problems
Main Presenting Problem
The main concerns were regarding J’s behaviour both a home and at school. Her 
parents described her as a child who was unable to sit and relax, craved excitement 
and drama and had difficulties interacting with her peers and maintaining friendships.
Extended Assessment Procedure
Meetings were carried out with J’s parents, who were separated, and her maternal 
grandmother, who played a central role in J’s upbringing. Background information 
was obtained on the family structure and history, J’s developmental and medical 
history and her general functioning both at school and at each of the homes she stayed 
at (mother, father and grandmother). Time was spent exploring the circumstances of 
the separation of J’s parents when she was 1 years old and other significant 
separations, disruptions and losses. Attention was paid to exploring examples of 
hyperactivity, impulsivity and attention. The Connors’ Rating Scale was completed by 
the parents and her class teacher.
An individual assessment was carried out with J to explore her perceptions of her 
difficulties. The Spence Children’s Anxiety Scale was administered and a cognitive 
assessment including the WISC-III, WOND and WORD was carried out to establish 
her current level of intellectual functioning and school based attainments.
Formulation
Observations of J while completing the cognitive assessment, the scores she obtained 
on the CRS-R, and the family and teacher reports all contributed to J being diagnosed 
with ADHD. However, this was of the Hyperactivity Impulsive type as 
inattentiveness was not a particular problem. In addition, J ’s family life was also 
considered to be a contributory factor to her emotional and behavioural profile. The 
distribution of J’s home life over three separate households and the complicated
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weekly rotation between them was understood as another contributory factor to J’s 
hyperactivity. It was hypothesised that the different routines and different boundaries 
left J feeling ‘uncontained’ and did not help her to manage her hyperactivity 
symptoms. The cognitive assessment revealed that concerns regarding the disruptions 
of J ’s academic development as a result of her behaviour were unfounded as her 
school-based attainments were in line with her intellectual abilities.
Outcome
Following the assessment, J’ family were to be offered both family therapy and 
individual therapy for J. The family intervention was to address the shared-care 
arrangements and help the family to manage J s behaviour consistently. It was also 
proposed that family work would address some of the emotional issues raised by the 
assessment.
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SUMMARY OF THE OLDER ADULTS CASE REPORT
The neuropsychological assessment of a sixty-six year old man with a history of 
alcohol abuse
Main Presenting Problem
Mr B had a long-term history of alcohol abuse. Following the onset of severe 
confusion, disorientation and memory problems, Mr B was admitted to the acute 
psychiatric inpatient ward for alcohol detoxification. He was referred by the ward 
SHO for a neuropsychological assessment to determine a differential diagnosis of 
Korsakoff s Syndrome or Dementia.
Assessment Procedure
A history of the presenting problem and background information was established 
through meeting with Mr B and his wife. The following tests were administered: 
CAMCOG, WAIS-III, WMS-III, NART-R, Controlled Oral Word Fluency Test, Trail 
Making Test, Wisconsin card Sort Test.
Formulation
The assessment revealed that Mr B’s premorbid abilities had been in the high range. 
In areas which are believed to be less vulnerable to both Dementia of the Alzheimer’s 
type and long term alcohol abuse, such as verbal subtests measuring crystallised 
intelligence, Mr B had maintained his high level of functioning. In contrast, Mr B had 
experienced a significant decline in his visuo-spatial abilities, performance speed and 
aspects of his memory and learning functioning. His working memory and some 
aspects of his immediate and general memory, whilst marginally lower than his 
estimated abilities, were still functioning within the average range. There was 
evidence of executive functioning impairment. Given Mr B ’s remaining memory and 
learning abilities a diagnosis of Korsakoff s Syndrome was ruled out. His profile of 
deficits was consistent with Dementia of the Alzheimer’s Type, Alcohol Dementia or 
long term alcohol abuse.
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Recommendations
The recommendations included repeat neuropsychological assessment in twelve 
months to explore for further cognitive decline and to inform a differential diagnosis 
at this stage. It was recommended that Mr B undertake individual therapy or join 
Alcoholics Anonymous in order to assist his alcohol abstinence and engage with day 
services to provide structure and support on leaving hospital. Mr and Mrs B were 
given information regarding techniques for managing memory problems. In addition, 
he was referred for an OT assessment to determine his abilities and level of need 
outside of hospital.
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SUMMARY OF THE HEALTH PSYCHOLOGY CASE REPORT
The assessment and cognitive-behavioural intervention of a 29 year-old woman 
with post traumatic stress symptoms and depression following a traumatic birth 
experience.
Main Presenting Problem
Mrs K was experiencing difficulties coming to terms with the traumatic and painful 
birth of her daughter. When caused to remember the event she would become 
extremely distressed and tearful. This had led her to become fearful about 
remembering it and she was angry with herself for not being able to ‘get over’ it. She 
also reported feeling listless, fatigued and de-motivated.
Assessment Procedure
An initial assessment was carried out informed by the cognitive model of PTSD. 
Three psychometric measures were administered: Beck Depression Inventory, 
Hospital Anxiety and Depression Scale and the Impact o f Events Scale.
Formulation
. Mrs K had had a number of negative life events leading up to the unplanned 
conception of her daughter which had left her emotionally vulnerable. During and 
immediately after the traumatic birth, her cognitive appraisals of the event had left her 
feeling out of control, vulnerable and unable to manage. These appraisals had 
continued after the event. She was unable to remember large parts of the birth 
experience and it was hypothesised that this was because the event had not been 
integrated into the memory. This caused the memory to be regularly and easily 
triggered. Both the cognitive appraisals and easily triggered memory of the event led 
to Mrs K experiencing the event as a ‘current threat’. This had led her to adopt 
inappropriate coping strategies such as marked avoidance of people and situations 
which might cause her to remember the birth. These factors had led to her becoming 
socially isolated with little support from her extended family. Given her role as a new 
mother, these factors were thought to have contributed to her vulnerability for 
depression.
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Intervention
Mrs K was educated about the cognitive model of psychological trauma, depression 
and anxiety. Discussions were had regarding how the avoidance of distressing 
memories can lead to the maintenance of anxiety surrounding them, how the 
interpretations of events is central to the subsequent emotional and behavioural 
response and how distortions and biases in the interpretations of events can trigger 
distressing emotions and unhelpful behaviours. In order to complete the emotional 
processing and integration of the trauma memory, Mrs K was encouraged to write 
down a full description of her experience of the birth. She was encouraged to read 
and re-read this during the sessions and this enabled the author to explore the areas of 
the story which caused Mrs K distress and how this related to her beliefs. Mrs K was 
taught to identify her negative automatic thoughts regarding herself, her world and her 
future and how this impacted on her mood and behaviours. In addition, Mrs K was 
encourage to re-establish her social support network.
Outcome
Mrs K showed a dramatic decline in all areas of presenting psychological distress. 
She was no longer having to try hard to suppress images and thoughts regarding the 
birth as the aspects which had distressed her were no longer charged with the same 
level of emotion. She subsequently found that images and thoughts of the experience 
were no longer popping unexpectedly into her mind. Her mood had also significantly 
improved and there was evidence that she had begun to bond more successfully with 
her daughter. She began to go out with her friends again and she went back to work.
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1. Introduction
1.1 Background
In the Mental Health National Service Framework (MHNSF) (1999), the Government 
has set a national milestone for 95% of health authorities to remove mixed sex 
accommodation by 2002. Since the conception of the British Asylum in the 1800’s, 
the sexes were segregated within psychiatric settings until the 1960’s when, without 
any significant prior research, the sexes were integrated (Batcup, 1997; Henderson 
and Reveley, 1996).
During the past 20 years there has been a growing acceptance of the difficulties of 
mixed sex accommodation for psychiatric wards. Women admitted to psychiatric 
facilities may be a particularly vulnerable population. Bryer, Nelson, Miller and Kroll 
(1987) found that 70% of their female psychiatric population reported sexual abuse by 
men. This has led to concern as to whether the admission of women to mixed sex 
wards is appropriate.
Following the changes that took place in the 1960’s, the government is keen for future 
changes to be informed by research and the opinions of service users (MHNSF, 1999).
1.2 Literature Review
There are very few studies examining the views of psychiatric inpatients, particularly 
in relation to the mixed sex or single sex ward debate. Hirigley and Goodwin (1994) 
looked at the views of 71 patients on a long stay single sex ward using a structured 
interview design. 57% of patients expressed a preference for own sex living. Men 
favoured own-sex living on the ward more than women.
Myers, Leaky, Shoeb and Ryder (1990) explored 258 patients’ views on various 
aspects of inpatient life. The wards surveyed were a combination of mixed sex and 
single sex and all were acute psychiatric admissions. 63% responded in favour of a 
same sex ward. Further analysis indicated that the preference for same sex wards was
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associated with being female, aged over 41 and currently receiving treatment on a 
single sex ward.
Thomas, Liness, Veamals and Griffin (1992) looked at 150 inpatients from 18 
different mixed sex wards dealing with general acute psychiatric problems, various 
specialities and elderly people. 57% chose a mixed ward, 24% had no preference and 
28% said they would have preferred a single-sex ward. This study looked at a 
particularly heterogeneous population and it is questionable how comparable their 
experiences are. However, the mixed sex option was chosen and cited reasons for this 
were that respondents found it pleasant to mix with the opposite sex and considered 
the integration to reflect society. The study did highlight concerns regarding privacy, 
harassment and male patients wandering into the female dormitories at night.
However, based on these three studies, there may be a tendency to choose the type of 
ward one has experienced. Drawing conclusions from these three studies is restricted 
by differences in characteristics of each population surveyed. No studies to date have 
attempted to compare the attitudes of those who have experienced both same sex and 
mixed sex psychiatric accommodation from a similar ward type, for example, acute 
admissions.
These surveys (Hingley and Goodwin, 1994; Myers et al., 1990; Thomas, et al., 1992) 
were all carried out whilst the clients were still living on the wards. Research has 
indicated that speaking to people once away from the ward environment can give a 
different perspective (Shaw, 1980; Joule, 1995: Silverman, 1985, 1987; Miller and 
Rose, 1986; all cited in Batcup, 1997).
1.3 The Rationale
This research was requested by the Ward Manager following publication of the 
MHNSF (1999) to investigate the opinions of service users regarding the mixed sex 
accommodation they had experienced on the ward in question. This study aimed to 
explore whether or not concerns raised from previous research (for example, Thomas
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et al, 1992) on other wards regarding mixed sex accommodation were held by users of 
this service.
1.4 Aims of the Research
1. To assess service user’s opinions regarding mixed-sex hospital accommodation, 
following discharge from the ward in question.
2. To consider whether service users’ views suggested that gender issues were 
impacting negatively on the environment of this ward.
2. Method
2.1 Setting
The ward in question was a 37 bed, acute admissions, mixed sex, open psychiatric 
ward. Separate dormitories and washing facilities for men and women had been in 
operation for the past five years. Day areas and therapeutic groups were all mixed 
sex. There was one staff member to five patients and it served a catchment population 
of 180,000. Four Community Mental Health Teams (CMHTs) referred to the ward. 
These teams had input whilst their client was on the ward and maintained contact 
following discharge.
2.2 Participants
All participants were service users who had been discharged from the ward. This 
selection criteria was intended to maximise the chances of participants being well 
enough to understand the purpose of the research and to increase the likelihood of 
honest and detailed feedback following the evidence cited in Batcup (1997).
2.3 Measures
The author designed a three-page questionnaire (Appendix II). To help ensure that 
valid questions were used the Ward Manager was consulted and areas identified 
through previous research (Hingley and Goodwin, 1994; Myers et al., 1990; Thomas
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et ah, 1992) such as privacy, intimidation and sexual inappropriateness were included. 
The questionnaire was piloted on a group of 5 inpatients from the ward.
The first part of the questionnaire looked at the lifetime ward admission profile of the 
participant. The second part of the questionnaire sought a forced choice response 
regarding preference for mixed sex or single sex accommodation. Space was given 
for comments on what was good and what was difficult about living with the opposite 
sex.
The third part of the questionnaire was designed to look at specific aspects of mixed 
sex ward accommodation. Using a 7 point Likert Scale, 7 statements were made 
about mixed sex living, four of which were phrased negatively (Questions 6, 7, 9 and 
10) and three positively (Questions 5, 8 and 10).
2.4 Design
This was a cross-sectional questionnaire survey.
Accessing names and addresses to send a questionnaire to all discharged service users 
via the post was considered a breach of the 1998 Data Protection Act. The chosen 
design of clinicians handing out questionnaires was methodologically weaker yet it 
was thought that, for service users, obtaining the questionnaire from a known source 
was potentially less distressing. Clinicians could also answer any immediate queries 
that respondents had. The questionnaires were anonymous and could be returned to 
the author using a stamped addressed envelope.
2.5 Procedure
Two methods were used to distribute the questionnaires to discharged service users. 
Clinicians at each of the four CMHT’s were asked to distribute questionnaires when 
meeting with a client post-discharge. In addition, questionnaires were handed out at 
the two ‘day resource’ centres, a service that some (percentage unknown) discharged 
clients would be referred to.
Three out of the four CMHT’s and both the resource centres were visited prior to 
commencing the study to explain the procedure. It was agreed with each team that
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keyworkers would be the appropriate contact for service users if they were reminded 
of an unpleasant experience on the ward whilst completing the questionnaire.
To increase the return rate on questionnaire surveys a second ‘mail shot’ is often 
conducted. Due to clinicians handing out the questionnaire this was not possible but 
regular follow up calls were made to remind teams to distribute questionnaires.
2.6 Estimated return rate
Clinicians were advised to hand out the questionnaire to any service user who had 
been discharged within the last eighteen months. Over a six-month period (October 
1999 to March 2000), 168 clients were discharged from the ward, 93 men and 75 
women. It was estimated from this information that over an eighteen-month period, 
about 500 people would be eligible to complete a questionnaire. 50 questionnaires 
were handed to each team, 300 questionnaires in total. Given the recognised poor 
return rate of postal questionnaires and the complications of getting them to the 
service users, it was estimated that the return rate would be between 40 and 50.
2.7 Analyses
Descriptive statistics were performed on the data. Content analysis was applied to the 
service users’ comments regarding what was good or difficult about living with 
members of the opposite sex (Question 1 and 2). The author generated themes on the 
basis of the comments and sorted the comments accordingly. The comments were 
analysed by an independent party (a trainee clinical psychologist) to assess inter-rater 
reliability. Inter-rater agreement was then checked. The two raters on all themes 
obtained an inter-rater reliability of 100%. Table 2.8 and 2.9 presents the themes and 
the number of comments grouped accordingly by both raters.
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T ab le  2 .8  In ter-ra ter  grou p in g  o f  serv ice  u sers’ com m en ts in to  th em es fo r  Q u estion  1: “ Whs there 
anything good about living with members o f  the opposite sex?”
T h em es gen erated  by R ater N um ber o f  
com m ents  
assign ed  to ' 
category  by 1®* 
R ater
N u m b er  o f  
com m en ts  
assign ed  to  
c a te g o iy  by 2 “^  
R ater
In ter-ra ter
reliab ility
M ore normal or natural 
environm ent 3 3 100%
M ore sociable environment
•  Finding men easier to talk to 
or more w illing to socialise
•  Or enjoying their com pany
5 5 100%
R eduction in the amount o f  
aggression 2 2 100%
Opportunity to get different 
view points in groups and 
conversations
1 1 100%
T ab le  2 .9  In ter-ra ter  grou p in g  o f  serv ice  u sers’ com m en ts in to  th em es fo r  Q u estion  2: “Was there 
anything difficult about living with members o f  the opposite sex?”
T h em es gen erated  by 1®* R ater N um ber o f  
com m ents  
assigned  to  th is 
category  by 1®‘ 
R ater
N u m b er  o f  
com m en ts  
a ssign ed  to th is  
ca tegory  by 2 “** 
R ater
In ter-ra ter
reliab ility
Verbal harassment
1 1 100%
Fear o f  vio lence or aggression
2 2
100%
Additional pressure o f  
relationships 1 1 100%
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3. Results
Of the 300 questionnaires, 18 responses were returned (6%). The returned 
questionnaires were from clients who had last used the service between November 
1998 and April 2000.
3.1 Participant Characteristics
3.11 Demographic Details
Of the 18 respondents, 13 were female and 5 were male. 17 of the respondents 
described themselves as ‘white English/British’ and 1 as ‘white European’. 
Demographic information can be seen in tables 3.12, 3.13 and 3.14.
T ab le  3 .12  A se
Total
Respondents
M ean A ge Standard
D eviation
M inim um M axim um
18 41 .44 16.49 21 70
T ab le  3 .13  E m p loym en t S tatus
Total Em ployed H ousew ife Retired U nem ployed
Respondents________ ___________________ _______________ ___________________________
18 8 1 4 4
T ab le  3 .14  Diagnosis^
Total Anxiety Disorder 
Respondents
Depression Schizophrenia Personality Other  ^
Disorder
17 2 7 3 2 3
3.15 Inpatient Profiles
Table 3.16 shows the admission characteristics of the participants, on any psychiatric 
ward and on the ward in question.
‘ The participants provided the diagnosis. Due to the confidentiality o f  the returns it w as not possib le to 
check this against the D SM -IV  or IC D-10 diagnosis outlined in their m edical records.
 ^T hese were specified as ‘D etox ’, ‘Hypom ania’ and ‘D issociative Syndrom e’
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Table 3.16 Profile of participants inpatient experience
Total
Respondents
Mean M edian Standard
D eviation
M inimum M aximum
Total N o. o f  A dm issions 18 3 3 3 2 2 .87 1 10
A ge at first adm ission 15 33.27. 31 14.7 15 61
Total amount o f  tim e as 
an inpatient (in days)
14 168 102 198.49 4 750
Length o f  longest 
adm ission (in days)
14 99 75 94 .7 4 360
Number o f  adm issions to 
target ward (in days)
17 2.76 2 2 .08 1 7_
Total length o f  tim e 
spent on target ward (in 
days)
14 51 21 54 .93 4 180
Participants ranged from those who had spent very little time as an inpatient to those 
who had a number of admissions and experienced other wards. Five of the 
respondents had spent time on another inpatient psychiatric ward. Two of these (both 
women) had experienced a same sex ward. One indicated that she had no preference 
for ward type and the other specified an all-female ward. A further two were unsure 
whether their previous admissions had been on a mixed sex or single sex ward
3.2 The Preference for Mixed or Single Sex Accommodation
3.21 Was there anything good about living with members of the opposite sex?
17 out of the 18 responded to this question. 82.3% (14/17) said there were good 
things about living with the opposite sex whilst on the ward. 17.7% (3/17) said there 
were not (all female). Content analysis identified four themes from the 12 people who 
chose to add positive comments. It was thought that a mixed sex ward provided a 
more normal and natural environment, contributed towards a more sociable 
environment and reduced aggression. Finally, hearing different viewpoints of men and 
women were appreciated.
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3.22 Was there anything difficult about living with members of the opposite 
sex?
All 18 participants responded. 67% (12/18) said that there was nothing bad about 
living with members of the opposite sex, whilst 33% (6/18) thought there was. 5 of 
the 6 participants who provided a comment with their answer were women. Concerns 
were centred round a fear of violence, lack of privacy, dislike of verbal harassment 
and the additional burden of relationships to consider whilst on the ward.
3.23 Who would you choose to live with on the ward?
'
All 18 participants responded. 55.5% (10/18) thought that they would like to live with 
both sexes whilst on an inpatient ward. 16.6% (3/18) opted for an all female ward, 
one of which had the highest totalled inpatient time of 750 days. 27.7% (5/18) had no 
preference. Of the 5 men who participated in this study, 2 had no preference and 3 
chose the mixed-sex option; none chose the single sex option. Table 3.4 presents the 
male and female responses to this question.
Table 3.24 Male and female preferences for single or mixed sex wards
M ixed Sex N o preference O nly M en O nly W om en
M ale 3 2 0 -
Fem ale 7 3 - 3
Total 10 5 0 3
Seven respondents added comments for this question. These reiterated the themes of 
a more natural environment and sociability. Of the three respondents who did not 
want a mixed sex ward, only one provided a comment: “7 would feel safer. I  realise 
that this is mainly because o f my personalissues”.
3.25 General Comments
Three general comments were made and can be read in Table 3.26.
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Table 3.26 Additional comments from participants
“G enerally, on th is ward, the segregation  o f  m ale /  fe m a le / acu te  /  m odera te  illness is good. 
H ow ever, pa tien t in teraction cou ld  be p ro m o ted  b e tte r  through use o f  d a y  centre and  
structu red  activities, key w orker and  ou tside agen cy involvem ent. ”
“The staff' on - W ard during m y stay  cou ld  have m ade it ea s ie r  by  listen ing an d  making the 
effort to com m unicate to the pa tien t in stead  o f  this I fo u n d  th a t they ign ored  m e an d  never  
m ade the effort to  see  how  /  w as doing  ” ,
Tn - W ard  the sleep ing  areas are to ta lly  segregated . O nly the sitting, socia lisin g  a rea s are  
m ixed which is a s it shou ld  be. ”
3.27 Agreement with Statements regarding Mixed-Sex Accommodation
The questionnaire provided four negatively phrased and 3 positively phrased 
statements about potential problematic areas of living on a mixed sex ward. The 
phrasing of the statements can be seen in Appendix H. A Likert-type scale was used 
with seven categorical statements ranging from ‘totally disagree’ to ‘totally agree’. In 
the boxplots below, (figure 3.28 and 3.29), ‘7 ’ indicates total agreement with the 
statement and ‘1’ indicates total disagreement. The mid-point was 4 and marked 
‘neutral’.
For the negatively phrased statements (Figure 3.28), the median responses were 
clustered around 4. There was no difference between feeling threatened by the same 
sex or opposite sex. Two men replied that they totally disagreed with this statement 
which gave the impression that it was more a concern of female participants. For the 
questions regarding unwanted sexual comments and problems participating in groups, 
medians of 3 were obtained, just one point below the neutral stance and indicating 
‘slight disagreement’ with the statements.
There were no outliers.
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F igu re 3 .28  B oxp lo t sh ow in g  the m edian scores for  each  negatively  p h rased  q u estion
For the positively phrased statements (Figure 3.29) the median lies between one and 
two points above the mid-point on the Likert scale, towards the ‘total agreement’ end 
of the continuum. This means that, overall, participants thought that their privacy was 
protected, they could spend time away from the opposite sex if they wished to and that 
being with members of the opposite sex helped normalise the environment. There 
were no outliers.
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F igu re  3 .29  B ox p lo t sh ow in g  the m edian scores fo r  ea ch  positive ly  p h rased  q uestion
4. Discussion
The aims of the research were met in so far as opinions were sought but due to the low 
response rate (6%) no firm conclusions can be drawn regarding service users opinions 
in general and whether gender impacts negatively on the ward. In thinking about how 
representative the respondents were of those who had used the service, the mean age 
for the respondents and non-respondents was similar (41.4 years old and 41.2 years 
old, respectively) but only 28% respondents were male compared with 55% in the 
target population.
Despite this, however, some interesting information was obtained regarding service 
user opinions. The majority (82.7%) of the respondents chose either the mixed sex 
accommodation option or specified no preference either way. There was recognition 
of both good and difficult aspects of living with the opposite sex. An appreciation of
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the company of the opposite sex and the belief that mixed sex wards offer a more 
normal environment were themes similar to those found by Thomas, Liness, Veamals 
and Griffin (1992). There was no alarming feedback such as the Thomas et al. (1992) 
report of male inpatients wandering into female dormitories at night. Indeed, two 
service users (see Table 3.26) spontaneously remarked about the successful 
segregation of the sexes on the ward.
Nevertheless, 3 out of 18 respondents, all women, chose the single sex option. Only 
one of these women gave a reason for this and linked her dissatisfaction with personal 
issues rather than particular problems on the ward. Whilst these personal issues were 
not disclosed in the questionnaires, there is evidence to suggest that a percentage of 
females who use a service such as this will have been victims of sexual abuse (Bryer, 
Nelson, Miller and Kroll, 1987). Interestingly, the data highlighted that feeling 
threatened whilst on a psychiatric ward is not restricted to male/female interactions. 
The women respondents also indicated that other females could be just as threatening, 
a finding raised by Batcup (1997).
It appears that for some service users receiving treatment on a single sex unit is an 
important issue for them but the majority see advantages for a mixed sex environment. 
This is an interesting finding in light of the Government proposals to move towards 
single sex accommodation (NSMHF, 1999).
4.1 Response Rate
An obvious limitation of this study was the small number of respondents. This study 
was an attempt to seek service user opinions following discharge. The design was 
chosen, with the constraints of the 1998 Data Protection Act to give voice to many 
service users. However, implementing this design meant that the researcher had to 
rely on others to distribute the questionnaires. Time constraints on busy clinicians or 
even simply forgetting may have meant that the questionnaires did not get distributed. 
The author was not known to the large service and not available on sight to encourage 
and oversee the distribution of questionnaires. To address this regular telephone calls 
were made to remind the teams. In retrospect, other steps could have been taken to
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maximise distribution such as proactively promoting the research within community 
centres. This may have generated discussion and interest in the project both with 
clinicians and service users.
The questionnaires may not have been completed due to mental health problems, such 
as low mood, loss of motivation and confusion. Also, language or literacy difficulties 
may have contributed to poor response rates. However, these problems were not 
highlighted by the pilot study.
4.2 Methodological Limitations
Although the study focused specifically on gender issues, some respondents 
highlighted other ward issues such as staff attention and structured activities (Table 
3.26). These factors were not controlled for in the study and may have influenced 
how the respondents perceived the mixed sex ward.
It is acknowledged that the reliability and validity of the questionnaire were not 
formally tested however a pilot was carried out to try and increase validity.
A large shortcoming of all the research in this area is that no study has attempted to 
compare attitudes of service users from mixed sex and single sex service of similar 
characteristics (Batcup, 1997). It could not be carried out in this study due to the 
unavailability of a comparable single sex ward.
4.3 Implications for Future Research
The limitations of this study would need to be addressed in future research. 
Interviewing service users would ensure response rate but this would need to take 
place following discharge to maximise the chances of honest feedback. Due to the 
1998 Date Protection Act, permission from service users to be contacted post 
discharge would need to be sought before discharge. To achieve this consistently, 
seeking consent would need to become part of the ward discharge routine. Full team 
co-operation and a shared philosophy acknowledging the importance of service user
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feedback would be crucial. Seeking consent this way and conducting the interviews 
would have been more time-consuming than this small-scale project would have 
allowed.
5. Conclusion
This study has attempted to gather the views of service users (as suggested in the 
NFMHS, 1999) and to do so following discharge. Due to the limitations of this study, 
no firm conclusions can be drawn. Nevertheless, the finding that over half of the 
users of this service would choose a mixed sex ward is interesting in view of the 
government proposals to introduce single sex wards. For sound conclusions to be 
reached, it is important that this research is repeated using multi-centre studies, 
obtaining representative samples and looking at responses from service users of both 
mixed and single sex wards following discharge.
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My name is and I am a trainee Clinical Psychologist from Surrey
University. As part of my coursework I am required to carry out a short piece of 
research which looks at the service we offer our clients.
The government have put forward the proposal to change from mixed-sex wards to 
single-sex wards. On a mixed-sex ward, both sexes are accommodated together, 
sharing living areas, eating areas and attending therapeutic groups together. Ward 
is an example of a mixed-sex ward. As it sounds, a single-sex ward will 
accommodate only members of the same sex. It is very important for us to know how 
those who use the service feel about these potential changes. Key findings will be fed 
back to the hospital managers.
We are interested specifically in Ward and you have been given this questionnaire 
to complete because you have spent time as an inpatient on Ward. We are
interested in how you found living with members of the opposite sex whilst on the 
ward. We would be very grateful if you could take time to complete the attached 
questionnaire. All questionnaires are confidential and anonymous. You are under no 
obligation to complete the questionnaire if  you do not wish to. If you chose to do so, 
please read each question carefully and complete all parts. There is no wrong or right 
answer. Please use the space which has been left for your own comments as fully as 
you can. We are particularly interested in your comments. If  you run out o f space 
please feel free to write on the back of the questionnaire.
If you have any queries with regard to filling in the questionnaire, please call the audit 
department on . Please ask for
If, whilst answering the questionnaire, you are reminded of something unpleasant that 
took place during your stay on Ward and you feel you would like to discuss it
with someone, your Key Worker would be the best person to do so with.
Thank you for your time and help.
Trainee Clinical Psychologist Clinical Audit Assistant
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Client Satisfaction Survey 
f " : ‘ Ward - ' ■
Age
Ethnic origin
Sex
Male Female□ □
Occupation
Diagnosis Total number of admissions
Age at first admission Total amount of time as an inpatient
Length of longest admission Number of admissions to ward
Length of last admission to ward Date of last discharge
D P M M Y Y
Was there anything good about living with members of the opposite sex whilst on 
Ward? Yes No Q
lease comment;
2^ Was there anything difficult about living with members of the opposite sex whilst on 
Ward? Yes I I  No [~]
lease comment:
Survey ; 2525 Page ; 1
3 If you could choose who you lived with on the ward would you choose to live with!
Only men 
Only women 
Both men & women 
No preference
sase comment:
Have you ever had an admission to a single-sex psychiatric ward?
Yqs
No
Not sure §
There is enough pnvacy on the ward in which to wash and dress away from members of
opposite sex
NeutralAgree very 
much
Agree
slightly
Disagree
slightly
Disagree very 
much
Totally
Disagree
There have been occassions on the ward when another patient of the opposite sex has 
je me feel threatened
ly
e
Agree very 
much
Agree
slightly
Neutral Disagree
slightly
Disagree very 
much
Totally
Disagree
There have been occassions on the ward when another patient of the same sex has made 
feel threatened
ly Agree very Agree Neutral Disagree Disagree very Totally
slightly slightlymuch much Disagree
Sun/ey : 2525
Page : 2
If I want to spend time away from members of the opposite sex on the ward I am able to do
illy
ee
Agree very 
much
Agree
slightly
Neutral Disagree
slightly
Disagree very 
much
Totally
Disagree
) Some patients of the opposite sex make unwanted sexual comments
illy Agree very Agree Neutral
ee much
Agree
slightly
Disagree
slightly
Disagree very 
much
Totally
Disagree
P Having members of the opposite sex around makes the environment feel more normal
illy Agree very Agree Neutral
ee much slightly
Disagree
slightly
Disagree very 
much
Totally
Disagree
1 1 would participate in groups better if I was with members of my own sex
illy Agree very Agree Neutral Disagree Disagree very
ee much slightly slightly much
Totally
Disagree
If there is anything else about this subject on which you would like to comment, please 
do so  in the space provided below.
Survey ; 2525 Page : 3
III I H i l l
Appendix 3
Letter from service acknowledging feedback on the study
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22"^ February 2001 
Deal
Re: Research relating to single sex facilities on
Thank you very much for your feedback on the 13‘^  February 2001. The staff and m yself 
found it valuable and it gives us a starting point in meeting the needs o f our clients.
The research mirrors very much our findings Jfrom the clients over the past three years. I 
would feed the result back to the Trust.
Once again, many thanks and wish you well with your career.
Yours faithfully
Nursing Team  L eader
Literature Review
Chronic Pain: The Influence of Parents and Families on the 
Pain Beliefs and Behaviours of Children
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Year 2
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Introduction
Chronic pain in children is a significant problem for health care professionals. 
Recurrent headache, abdominal pain and limb pain are the most commonly reported 
and prevalence studies have indicated that approximately 10% to 15% of children are 
affected (Abu-Arafeh and Russell, 1994, 1996; Goodman and McGrath, 1991; cited in 
Bennett, Huntsman and Lilley, 2000). Musculoskeletal chronic pain syndrome 
without an organic basis is reported to be between 4% to 15% in a normative child 
population, and representing up to 26% of new referrals to paediatric rheumatology 
(Malleson, Al-Matar and Petty, 1992; Rosenberg, 1990; cited in Bennett, Huntsman 
and Lilley, 2000).
This literature review is concerned with the influence of parents on their child’s 
beliefs and behaviours pertaining to pain. A background regarding the implication of 
psychological factors in chronic pain will be provided. Then, the literature looking at 
the prevalence of chronic pain within families will be discussed. Research based on 
Social Learning Theory and Operant Conditioning as mechanisms for the 
intergenerational transmission of chronic pain syndrome will be explored. Research 
looking directly at the efficacy of interventions directed at the beliefs and behaviours 
of parents will be examined. Family Systems Theory will be discussed briefly.
Background
Chronic pain is no longer conceptualised in either psychological or physiological 
terms. Beecher (1959) in his study of pain, found that soldiers whose injuries led to 
discharge from active service did not have the pain expected from the severity of the 
injury. It was hypothesised that the ‘positive’ meaning of the pain protected these 
soldiers psychologically from the intensity of the pain. Melzack and Wall (1965) 
were interested in the evidence that the perception of pain was not directly 
proportional to the amount of nociceptive stimulation and suggested that the amount 
of pain perceived was mediated by multidimensional ‘gates’ composed of 
psychological as well as physiological factors.
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For adults, the research base has helped to identify the role of psychological factors in 
the aetiology and maintenance of chronic pain conditions. Within the 
multidimensional model (Williams and Erskine, 1995), the cognitive-behavioural 
element has added much to the psychological understanding of chronic pain. Health 
beliefs and attributions impact on the individual behavioural response to chronic pain. 
For example, the belief that pain equals damage and therefore requires rest for 
recovery might be beneficial with an acute injury but becomes a counterproductive 
behaviour with a long term pain problem, leading to physical deconditioning and 
further physical problems (Fordyce, Brockway, Bergman and Spengker, 1986). 
Personal beliefs regarding chronic pain and the ensuing coping response, plus 
catastrophising about the symptoms have all been seen to effect levels of disability 
(Turner, Jensen and Romano, 2000).
For children, factors such as age, sex, developmental level, previous experiences of 
pain and situational and psychological factors all play a role in the personal perception 
of nociceptive stimulation (McGrath, 1993). As with adults, research has identified 
in the paediatric population how inadequate coping strategies and beliefs regarding 
low levels of internal control can exacerbate symptoms (Branson and Craig, 1988; 
Dunn-Geier, McGrath, Rourke, Latter and D ’Astous, 1986). At an anecdotal level, 
specialists working in this field talk about child treatment success often being 
preceded with shifts in parental attitudes and beliefs.
Psychological Theories of Transmission of Pain Beliefs and Behaviours
Intergenerational Chronic Pain
The idea of ‘painful families’ has been suggested due to some families showing a 
significantly higher occurrence of chronic pain conditions (Turk, R o r and Rudy, 
1987). A number of studies give evidence for intergenerational pain in the areas of 
abdominal pain (Apley, 1975; Christensen and Mortensen, 1975), back pain (Gentry, 
and Thomas, 1974), headaches and migraine (Mikail and von Baeyer, 1990), 
musculoskeletal pain (Walonis and Heck, 1992; Bell, Bell and Cheney, 1994) and 
chronic pain unspecified in type (Chaturvedi, 1987; Gamsa and Vikis-Freibergs, 
1991).
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Schanberg, Keefe, Lefebvre, Kredich and Gil (1998) carried out a study into juvenile 
primary fibromyalgia syndrome (JPFS)* and parental pain histories. Thirteen fathers 
and sixteen mothers completed a questionnaire exploring for a history of fibromyalgia, 
migraine headaches, arthritis and localised pain syndromes. The children who took 
part, eighteen female and three male, completed a questionnaire regarding their level 
of psychological distress regarding their JPFS. 79% of the parents reported having at 
least one chronic pain condition, with 62% reporting 2 or more chronic pain 
conditions. Fibromyalgia was one of the least frequently reported pain conditions. 
Parents who had multiple chronic pain conditions were more likely to have children 
with higher global impairment and physical disability.
Edwards, Zeichner, Kuczmierczyk and Bpczkowski (1985) were interested in the idea 
that the greater number of pain models within one family would lead to a higher 
increase in reported pain. They were also interested in the role of gender. 128 male 
and 168 female college age students completed a questionnaire looking at intensity, 
frequency and duration of 10 common pain complaints such as muscle pain, headache, 
toothache and back pain, both for themselves and also for family members. Female 
participants reported experiencing pain more frequently even though the number of 
pain models within families did not differ for the male or female groups. Their 
hypothesis was confirmed with the number of pain models within a family being 
significantly related to the frequency of pain experienced by the participants. They 
also found a relationship between gender and the impact of being exposed to pain 
models whereby females experienced significantly more pain despite being exposed to 
the same amount of pain models as the males.
The authors do not attempt to explain this curious finding. However, they do put 
forward three explanations for why the number of pain models in families might lead 
to an increased frequency of pain in the next generation. One possibility is the 
potential for a genetic vulnerability within families for a hypersensitivity of pain.
* A  m usculoskeletal chronic pain syndrome where there is an ‘absence o f  laboratory or radiographic 
abnormalities and a lack o f  significant histopathological changes in painful tissues (p .753 R eid, Lang  
and McGrath, 1997)
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Other researchers in the area have similarly suggested this (Turk, Flor and Rudy, 
1987) but it is difficult to comment on further as little research exists in this area. 
From the studies outlined above, the transmission of pain does not appear to be site 
specific, for example, fibromyalgic pain leading to fibromyalgic pain in preference to 
head or abdominal pain. This would appear to challenge the idea of genetically 
mediated physical vulnerability. Alternatively, it might be that the genetic 
transmission occurring is pain hypersensitivity although there is no research evidence 
to support this in humans.
Another proposed explanation by Edwards et al. (1985) for the impact of familial pain 
models is one of secondary gain and reinforcement for pain behaviours. This focus 
will be discussed in further detail below. In addition, the idea that children learn 
particular health locus o f control beliefs from their parents is put forward. Adopting 
the perspective that health, and in this case, pain, is not within an individual’s control 
may be the mechanism whereby factors that have been shown to exacerbate chronic 
pain come into play. For example, looking towards others or external agents such as 
medication to decrease the pain, and adopting inappropriate coping strategies like 
activity avoidance.
The hypothesis that intergenerational pain can result from learnt behaviours and 
attitudes that ultimately increase vulnerability to pain episodes is the focus of the next 
group of research studies to be discussed.
Social Learning Theory
Social Learning Theory (Bandura, 1971) holds that many individual human 
behaviours are learned from those in immediate proximity via direct observation and 
modelling. This theory has been applied to health and illness models in trying to 
understand how different people respond and cope with pain and illness episodes. The 
sense that a child might make of a physical symptom and the ensuing response might 
be shaped by what they have observed their parents doing.
Jamison and Walker (1992) explored social learning theory and family stress as 
potential mechanisms for the transmission of illness behaviour and somatic symptoms
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in the children of chronic pain patients. The main care-giver in the family completed 
questionnaires regarding their youngest child’s physical symptoms, frequency of 
abdominal pain, degree of medication use and familial stressful life events. The 
parent with chronic pain, regardless of whether they were the main-caregiver or not, 
completed questionnaires about their own level of disability, pain behaviours, such as 
taking medication, staying in bed and letting their family know they are in pain, and 
level of emotional distress. The pain group was then compared with children from 
families without a parent with chronic pain.
A significant relationship was found between a child’s level of reported pain and 
parent disability, pain behaviour and emotional distress, regardless o f whether the 
parent with chronic pain was the main care-giver or not. In addition, this finding 
was also unrelated to how long the parent had had pain, how many other children were 
in the family or the number of stressors to have taken place within the family. Family 
stress has previously been cited as a reason for familial pain problems (Rickard, 1988; 
cited in Jamison and Walker, 1992). The authors conclude that these results ‘are 
consistent with the social learning theory of illness behaviour and underscore the 
importance of a parent’s response to pain in influencing perceived pain behaviour in 
the child’ (p.338).
The Social Learning o f Coping Techniques
One aspect, which has been shown to play a role in the maintenance of chronic pain, is 
coping (Turner, Jensen and Romano, 2000). Studies have looked at coping styles 
within families to look for similarities between parent and child.
Gil, Williams, Thompson and Kinney (1991) were interested in children with sickle 
cell disease (SCD) and their ability to cope with the pain that this disease causes. 
Vichinsky, Johnson and Lubin, (1982; cited in Gil et a.l, 1991) found that despite the 
same level of pain, 10% -  20% of their juvenile population with SCD showed 
significantly more problems coping with the pain than the rest of the group. Gil et al. 
gave questionnaires to 72 parent and child couples (67 mothers and 5 fathers), 
covering coping strategies, pain level, health service use, engagement in activity, 
child’s behavioural adjustment from parental and child point of view, socio-economic
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status and disease severity. Coping strategies were broken down into three groups: 
Coping Attempts (e.g. increasing activity and diverting attention), Passive Adherence 
(e.g. resting, praying and taking fluids) and Negative Thinking (catasprohizing and 
isolation). They found that the coping strategies adopted by the children accounted 
for a significant proportion of the variance in adjustment to SCD beyond that 
accounted for by age and frequency of painful episodes. There were also significant 
relationships between the strategies employed by the parents and those used by the 
children. Parents who scored highly on Coping Attempts in relation to their own pain 
episodes were found to have children who were more active both socially and around 
the home. In addition, parents who scored highly on Passive Adherence had less 
active children.
Another study designed to explore coping styles, amongst other factors, was carried 
out by Reid, Lang and McGrath, (1997) on a sample of young people with primary 
juvenile fibromyalgia, juvenile rheumatoid arthritis (JRF) and a control group of pain- 
free children. Each group had 15 children with 13 females and 2 boys. Parents were 
included in the testing. Medical assessments, assessment of the impact of pain on 
physical and social situations, school attendance, depression, anxiety, pain coping 
styles, family functioning and parental illness encouragement were all examined for. 
Between the groups, no difference was found in terms of psychological adjustment. 
However, it was noted that the parents of the fibromyalgia group had higher levels of 
fatigue and emotion-focused avoidance coping, (e.g. catastrophising), than the other 
two groups. A relationship was found between these variables and the impact of pain 
on physical and social situations for the children with fibromyalgia. Due to the small 
numbers in each research group, the study lacked sufficient power to look more 
closely at other variables.
A larger sample was obtained by Nicassio and Radojevic, (1993) who also compared 
fibromyalgia (N=46) with rheumatoid arthritis (N=44). This study looked at adults 
and the influence of the marital family as opposed to the family of origin, and as such 
was concerned with the influence of the ‘family’ as opposed to parents. 
Questionnaires used included. Family Environment Scale, a measure of perceived 
helplessness in controlling aspects of pain and illness and a measure of active or
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passive coping styles. In this study, measures to explore the outcome of these 
variables included targeting the individual experience of pain, psychological 
functioning and behavioural disability. FM has been described as a psychogenic 
disorder which, in theoretical terms, is thought to be influenced by a particular type of 
family interactional style of enmeshment and high levels of conflict (Minuchin, 
Rosman and Baker, 1978). However, as with the Reid, Lang and McGrath, (1997) 
study, high degrees of similarity between the two groups were noted. The rheumatoid 
arthritis (RM) group and the fibromyalgia (FM) both described their families as 
supportive, low in conflict and high in independence. Helplessness, e.g. having an 
external locus of health control, was a significant predictor of psychological distress. 
In both groups, families who carried out less activities and recreational pursuits had a 
greater level of disability in their family member with chronic pain.
All of the above studies used cross-sectional, correlational designs which are not able 
to establish causality, for example, does the particular coping method such as activity 
cause the increased pain or does the increased pain reduce the amount of individual 
activity. The studies all used retrospective self-report questionnaires which are 
subject to memory distortions and the halo-effect. More interestingly, however is that 
no study appears to have set out to look at the mechanisms of transmission explicitly, 
as the main intention of the study. This is despite the evidence that parents play a 
major role in the development of particular ways of coping and thinking about pain 
which appear to exacerbate it. In fact, there appear to be so few studies that the 
Nicassio and Radojevic, (1993) study has been included here despite its focus on 
adults and not children.
Dunn-Geier, McGrath, Rourke, Latter and D ’Astous (1986) endeavoured to use 
observations as opposed to questionnaires. They identified two groups of children 
who had similar levels of chronic pain but were differentiated by their ability to cope. 
There were ten adolescents in each group, twelve were female and eight were male. 
The two groups were videotaped whilst performing a series of physical exercises in 
the presence of their mothers. The exercises were to represent daily physical activity 
that was likely to be affected by the children’s pain levels. The videotapes were then 
analysed by a researcher who was blind to the experimental condition. 25% of the
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videotapes were watched by another independent researcher to establish inter-rater 
reliability. It was found that adolescents previously identified as ‘non-copers’ 
exhibited significantly more negative behaviour, e.g. verbalisations of anger, refusal 
or discouragement. They were also more likely to talk about the discomfort they were 
in and stop the exercise they were doing. Mothers of these children showed a greater 
tendency to be more intrusive, making comments that both encouraged and 
discouraged persistence. Examples of the comments were, “I think you’re getting 
tired, don’t do too many more or you might hurt yourself” and “ Don’t overdo it, you 
won’t be able to walk later”. It can be seen from these comments how mothers can 
explicitly transmit a powerful belief about their child’s pain. It would also be 
interesting to have observed the mothers carrying out a similarly demanding exercise 
to assess if they showed the same kind of behaviour as their child.
Operant Conditioning
The impact of operant conditioning on chronic pain was put forward by Fordyce 
(1976) who talked about the antecedents and consequences of pain-related behaviours. 
The family environment can shape the health behaviours and attitudes of children 
according to the way in which they respond to the child’s pain behaviours. For 
example, the care response elicited by a pain-related behaviour may provide positive 
reinforcement for the behaviour, such as allowing the child to stay home from school, 
relinquishing responsibility from household chores or even just through providing 
more attention.
Walker and Zeman (1992) report on a two-part study. The first part is the 
development of a scale, called the Illness Behaviour Encouragement Scale, which 
aims to identify factors which support the development of helpful and unhelpful 
illness behaviours. It has been developed to look at colds and gastrointestinal 
symptoms specifically and whilst there is a ‘symptom specificity’ in illness behaviour, 
i.e. parents behaviour alters somewhat depending on the presenting illness, the authors 
did find a “relatively stable tendency to encourage illness behaviour across types of 
illness” (p.58). In study 2, the authors used the measure to explore the impact of child 
age and gender, parent gender and type of child illness on the child’s absorption of 
parental influence. The questionnaire was given to 151 schoolchildren (70 boys and
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81 girls) and their parents (69 mothers and 35 fathers) to complete. Gastrointestinal 
symptoms elicited more encouragement of the sick role than colds. Age effects were 
evident with preadolescents and late adolescents more susceptible to maternal 
encouragement of illness behaviour than the youngest children were. They found that 
female children received more encouragement of illness behaviour than their male 
counterparts, with mothers being more encouraging than fathers were. As can be seen 
in the research presented in this review, more females seem to suffer from chronic 
pain than males. This study emphasises the importance of parental behaviour on this 
finding, with females more likely to receive attention and be relinquished from chores 
and school. In contrast, other studies have noted how boys are encouraged to be more 
independent and in control of their emotions as opposed to girls receiving more 
support and protection (Block, 1973; Lewis, 1987; Power and Shanks, 1987; cited in 
Walker and Zeman, 1992). Again, this study would have benefited from a larger 
sample and maybe an observational design as opposed to a self-report one.
The findings regarding female children are particularly interesting in view of the 
research carried out by Edwards, Zeichner, Kuczmierczyk and Boczkowski (1985), 
whose study noted that females were significantly more vulnerable to familial pain 
models in developing more pain problems.
A small handful of studies provide additional support for the role of parental 
reinforcement on child illness-behaviours. Gidron, McGrath and Goodday (1995) 
looked at the recovery of 67 adolescents from oral surgery. They found that there was 
not a direct link between the amount of surgery and the ability to recover. However, 
having controlled for the degree of surgery they found that both the adolescents’ 
expectancies about recovery and the parents’ encouragement of illness behaviour were 
strong factors in the level of recovery. Wooley, Blackwell and Wingett (1978) looked 
at the efficacy of their treatment model, which emphasised the role of social 
reinforcement of illness behaviour and the cessation of activity. When the care role of 
significant others was minimised whilst encouraging self-care, improved tolerance for 
pain and lower rates of medication was seen.
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Walker, Garber and Van Slyke’s (1995) study normalises the tendency for parents to 
encourage sick role behaviours. A population of parents, recruited at an airport to 
obtain a normative sample, where asked to read a vignette of a child in one of four 
conditions. These were pain from an organic cause, pain that could be explained 
physically, depression or without any pain or emotional problems. In each of the 
conditions the vignette described the behaviour problems of the child and the 
participant were asked questions relating to their reactions to the child’s misbehaviour. 
Whilst participants held children with medically explained pain less responsible for 
their poor behaviour than children in the other conditions, the other three conditions 
were not perceived equally. Children with unexplained pain and depression were 
held less responsible than well children. In addition, the child’s age and gender as 
described in the vignette also impacted on participants’ perceptions with younger 
children’s misbehaviour seen as less intentional and harsher reactions noted for boys.
The majority of research looking at the conditioning of sick-role behaviours in 
children and adolescents appears to have been carried out in the repetitive abdominal 
pain area with little to no research carried out in other areas. The research in operant 
conditioning has tended to focus more on the role of spouses in chronic pain in adults. 
Within this population the significant relationship between spouse response to pain 
expressions from their partner and the level of reported pain and activity in the chronic 
pain partner is well-established (Romano, Jensen, Turner, Good and Hops, 2001; Flor, 
Kems and Turk, 1988).
Treating Pain through working with Families
There has been little in the way of research studies assessing the effectiveness of 
interventions for young people with chronic pain of a non-organic nature and most of 
the research evidence implemented is based on research studies of adults (Garralda, 
1999).
In a study by Sanders, Shepherd, Cleghom and Woolford (1994), 44 children with 
repetitive abdominal pain and their mothers were randomly allocated into either a 
paediatric care group (PCG) or a family cognitive behavioural group (FCBG).
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Maternal response to the child’s pain was assessed, for example looking for pain 
reinforcers such as giving sympathy or behaviours which helped develop coping 
strategies such as acknowledging the pain but then helping the child to adopt a coping 
behaviour. The child’s coping was also assessed e.g. positive coping statements to 
themselves or medication use. The FCBG group provided education regarding 
abdominal pain, parental training to help use positive and negative reinforcement and 
for the children, specific techniques to manage the pain themselves. The PCG 
received reassurance from a gastroenterologist that whilst the pain was real for the 
child no serious organic problem was present and the best approach was not to overly 
respond to the pain but rather encourage the child to go about their daily activities. 
Both treatment groups were effective in significantly improving the functioning of the 
children but FCBG group was more likely to be pain free at posttreatment and follow- 
up and had a lower relapse rate. Independent predictors of clinical improvement were 
the child’s ability to use positive self-statements and maternal strategies.
Sanders, Cleghom, Shepherd and Patrick (1996) used the data from this study to 
examine predictors of clinical improvement. They concluded that the predictors 
provided support for the relevance of social learning factors in childhood pain. At the 
commencement of treatment, children whose mothers encouraged them to adopt self­
coping strategies were found to be significantly better at the end of treatment. Another 
important finding was that mothers who believed their child’s pain to be stress-related 
were more likely to encourage coping strategies when compared to mothers who 
believed the pain to be illness-related. In relation to this, the authors discuss the 
necessity for accessing maternal beliefs regarding the origin of the child’s pain.
Family Systems Theory
This theory stems from Minuchin’s (1974; 1975) work on a systemic model of 
psychosomatic and chronic illness. It is a bi-directional theory that views causality as 
circular, for example, problems not only impact on a system but are impacted on by 
the system. As such, problem behaviours might develop a function within the system 
such as maintaining the balance of the family. Without the ‘problem’ the family 
would have to reorganise itself and function differently, which means that the problem
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can become invested in. Research pertaining to this theory will not be presented here, 
as it is not based on the assumption that beliefs and behaviours are ‘caught’ by 
children. The author acknowledges the importance of this model however and the 
significant impact it has had in the treatment of children and adolescents. Whilst the 
factors above may contribute to the biopsychosocial model for the development of a 
chronic pain condition, systemic issues may mean that the ‘problem’ becomes 
functional within the family and therefore helps maintain the problem despite a 
cognitive-behavioural intervention which targets beliefs and behaviours. It is 
therefore important that any individual intervention is able to encompass all these 
factors to optimise chances for a positive outcome.
Discussion
With the exception of the research carried out by Walker and her colleagues in 
abdominal pain, few studies have considered the input of the father. This is even 
more pertinent given current societal shifts towards greater father involvement in the 
upbringing of children.
A well-designed prospective study carried out by Walker, Garber and Greene (1994), 
primarily interested in negative life events and chronic abdominal pain, highlighted 
the importance of focusing on paternal influences as well. They found that paternal 
somatic complaints led to higher levels of pain complaints in both boys and girls 
regardless of the level of negative events taking place in the family. In contrast, 
maternal somatic complaints only led to an increase in symptom severity for boys in 
families which were experiencing stressful life events. This finding is open to 
speculation, but it does emphasise the importance of not dismissing the role of the 
father, a fault of much of the research described in this review.
Chronic pain, without a definite and identifiable organic aetiology, can cause much 
uncertainty for the sufferer and their family. It is not unusual for patients to ‘Doctor 
shop’ in the hope of finding an aetiology that fits with the prevalent lay belief that 
pain must be indicative of underlying physical damage. The process can leave them 
feeling not believed, angry, frustrated and anxious. In the absence of a suitable
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explanation, parents are likely to find their own causes. McGrath (1993) has talked 
about how this can contribute to the problem. In a piece of longitudinal and cross- 
sectional research of approximately 500 children between the ages of 5 and 17 years 
old, situational, behavioural and emotional factors of child migraines and headaches 
where no underlying organic pathology could be found were explored*. Her key 
findings were that families were often given conflicting information regarding 
diagnosis that led to low expectations of treatment efficacy, particularly if they had 
been given the message, at any point, that the pain may be due to hereditary factors. 
McGrath talks about the danger of parents searching for external reasons when they 
have not been provided with a helpful explanation regarding chronic pain syndromes. 
Some of the external reasons given credit are changes in the weather, sporting 
activities and particular foods. Gradually, children learn to be on the lookout for any 
of the factors which might affect them until the anxiety surrounding the vigilance 
triggers a painful episode. The pain then becomes associated, through conditioning, 
with the neutral event and not the anxiety. McGrath goes on to say that once the pain 
response is triggered, the coping strategies of relying on parents, medication and rest 
are ideal for increasing levels of pain and even causing new pain episodes.
It is important to acknowledge that an assumption has been made in the presentation 
of this literature that there is a direct link between what someone believes and the 
behaviours they may exhibit. No attempt has been made to separate out parental 
beliefs from parental behaviours and how they impact on a child’s beliefs and 
behaviours. Is it the way in which a parent behaves that is most influential to the child 
or is it the beliefs verbalised to the child that cause the stronger influence? For 
example, a parent might be stoical in the management of their own pain (observed 
behaviours) but still be overly protective and encouraging of ‘illness behaviours’ 
(verbally transmitted beliefs, e.g. “ Don’t overdo it, you won’t be able to walk later”) 
with their child. Given the research presented here, this seems unlikely, but there is 
no direct research within this area to clarify the query further.
* McGrath calls this pain population ‘recurrent pain syndrom es’ (p .52) and includes under this heading 
chronic abdominal or limb pain without organic indicators.
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Clinical Implications
The significant role of parents in the successful adaptation and management of 
children with chronic pain emphasises the importance of working with both parents in 
the treatment of these children when they enter the service at all levels e.g. GP, 
secondary and specialist referral. It is usually the mother who brings a child to 
appointments but there is an arguable case for the clinician to encourage both parents 
to attend. Interventions will be limited in their success if a child is being helped to 
make changes to their daily functioning which are not commensurate with the beliefs 
and behaviours existing at home.
Engaging a family in a multidimensional treatment approach for non-organic chronic 
pain can be a difficult process. Failure to provide a good explanation for why appears 
to be additional risk factor for the child (McGrath, 1993). It is worth remembering 
that it is a very natural tendency for parents to be more attentive and supportive to 
child with a chronic illness or chronic pain. Parents can easily feel blamed and 
clinician’s need to keep this in the forefront of their mind and aim to build on existing 
family coping strategies.
Future Research
The research presented in this review highlights that despite the significant impact of 
parents, little has been carried out to explore this more systematically. A solid and 
clinically useful beginning has been made into the research in repetitive abdominal 
pain but other pain problems such as headaches and musculoskeletal chronic pain 
remain neglected. Due to this, there is a tendency within a clinical setting to 
generalise between the different pain complaints and from adult research. Crucial 
differences may be missed which, if known, might enhance engagement in treatment 
and treatment itself. Systematic studies in all the main areas of non-organic chronic 
pain need to take place using, as far as possible, experimental, prospective and 
observational research designs.
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Aspects of the family which impact on the transmission of beliefs and behaviours 
need to be more fully teased out such as the role of the father, the age of the child, the 
position of the child in the family and sibling influence.
Another angle would be to take a step back and explore from a more open perspective 
how parents are making sense of their child’s chronic pain when there is no 
demonstrable physical pathology. This could be achieved using qualitative research 
methodologies and may provide fresh insight into the way that these parents help their 
children.
Conclusion
Parents play a significant role in shaping the beliefs a child might have regarding pain 
and how they cope with the experience of chronic pain. These factors have been 
shown to impact on the severity of chronic pain in both child and adult populations. 
In addition, conflicting information given to parents by health professionals can lead 
to parents generating their own set of answers regarding chronic pain syndromes. 
These beliefs can, inadvertently, make the pain problem worse. Consequently, 
understanding the problem through the parental eyes may help clinicians engage the 
family in treatment, help them make sense of what is happening and ultimately, 
increase the chances of a successful intervention.
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Abstract
Some cases of chronic pain have no demonstrable organic basis that can be identified 
or the physical impairment exceeds the pathology. This is a serious problem both for 
the sufferer and for health professionals attempting treatment. The adult literature 
regarding illness beliefs suggests that the individual conceptualisation of an illness 
problem impacts on adjustment, level of functional disability and adherence to 
treatment. In children, previous research has identified the influence of parents on the 
beliefs and behaviours that might exacerbate the pain experience. This study aimed to 
explore how parents conceptualise the long-term pain experienced by their children. A 
semi-structured interview, based around the five domains of illness representation, 
was carried out with eight parent couples and one single mother. This involved 
questioning parents about their beliefs regarding the identity of the pain, what they 
believed to be its cause, course and consequences and their beliefs regarding cure. 
Transcripts of the interviews were then analysed using the principles of interpretative 
phenomenological analysis (Smith, 1996).
The analysis revealed that parents were less focused on how they conceptualised the 
pain and more concerned with the factors and processes that obstructed their drive to 
understand and consequently gain agency over their child’s symptoms. Three main 
themes were identified. The ‘Battle for Agency’ theme encompassed the experience of 
trying to establish a label for and an understanding of their child’s pain in the context 
of disagreements and conflicting information on the behalf of the health professionals 
plus the difficulty of accessing and maintaining treatment. The ‘Mind-Body Split’ 
theme reflected the ongoing persistence and consequences of conceptualising health 
problems exclusively as either physical or psychological. The final theme, ‘Coping’, 
gave insight into parental attempts to cope with the impact of the pain. Clinical 
implications arising from the three themes are discussed.
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1. Introduction
This study is an exploration of the understanding and beliefs that parents hold 
regarding their child’s musculoskeletal chronic pain syndrome. All the participants’ 
children suffered from long-term pain which had no identifiable organic pathology or 
the level of organic pathology was not able to explain the severity of the presenting 
pain. The aim of this research was to gain insight into how parents attempted to make 
sense of this complex and multi-determined problem through the analysis of semi­
structured interviews.
1.1 Chronic Pain
The treatment of chronic pain has been referred to as ‘one of the most widespread and 
difficult challenges facing health-care professionals’ (Pearce and Mays, 1995). 
Chronic pain by definition is pain that persists for longer than six months (Skevington, 
1995). It can have a definite pathophysiological basis as with juvenile rheumatoid 
arthritis or sickle cell disease or the aetiology can be much harder to discern (Zeltzer, 
Bursch and Walco, 1997). The clinical picture becomes increasingly complicated 
when there is no underlying disease process or the injury site has healed but the pain
persists.
Goldberg and Huxley (1992) talk about the frequent appearance in primary medical 
care of individuals with pain for which no physical problem can be identified or pain 
which is greater than the presenting pathophysiology. For some, the pain marks a 
gradual but determined downward spiral towards long-term physical disability 
(Ciccone and Lenzi, 1994). There continues to be a tendency to attribute such pain to 
psychopathology. In the past it has been labelled ‘psychosomatic’ or ‘hysterical pain’ 
although there is a trend now to avoid this terminology (Mrazek, 1994).
1.2 Dualistic Thinking
Stretching as far back as the ancient Greeks, pain has been conceptualised as the 
product of damage to the body through either injury or the presence of a disease which
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can be identified and quantified through tests. A dualistic way of approaching physical 
and psychological problems has persisted throughout the centuries with a firm divide 
between the mind and the body. Indeed, western religion placed restrictions on and 
influenced important thinkers and scientific discovery by dictating that an inflexible 
partition was maintained between the body and the mind (Williams and Erskine,
1995). This can be seen particularly in the writings of the 17^  ^ century philosopher, 
Descartes (1596 - 1650) who proposed that the body could function successfully 
without the mind. Since this time, physicians have viewed illness and disease as the 
product of abnormalities at the cellular and organic level and as such, physical 
evidence became the only marker by which diagnosis and treatment took place (Salt 
and Season, 2000). The first person to challenge the biomedical model was Freud 
who suggested that the physical and social environment had to be considered in the 
assessment of physical health. However, only in the 1970’s was the biopsychosocial 
model of health, disease and illness proffered by Engel (Salt and Season, 2000).
The advances made in understanding chronic pain have indicated that it is not possible 
to predict the degree of pain or the resulting disability on the basis of the injury alone 
(Turk, 1996). Nevertheless western language and culture continues to be biased by the 
work of the influential scientists and philosophers of the Renaissance. Schober and 
Lacroix (1991) state that research has shown that the opinions that people hold 
regarding health and illness have changed little since the days of Descartes.
1.3 The Gate Theory
In the I960’s, Melzack and Wall (1965) formulated the Gate Control Theory of pain, 
which provided a sound theoretical basis for integrating the physical aspects of pain 
with the psychological subjective and emotional experience (Pearce and Mays, 1995). 
They suggested that a group of cells found in the dorsal horn of the spinal column, 
termed the ‘gate’, received stimulation from two directions. Firstly, the injury or 
disease site, traditionally viewed as the source of pain, would stimulate the peripheral 
nerves and pass information regarding pain, pressure and heat. Secondly, signals 
would similarly be passed downwards from the brain back towards the nerve synapse 
in the dorsal hom which could either further ‘open’ or ‘close’ the gate. The signals
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passed downwards from the central cortical areas are influenced by a myriad of 
psychological and social factors such as the current behavioural and emotional state of 
the individual, but also by factors from the past of the individual such as memory for 
pain (Williams and Erskine, 1995). The Gate Theory specifies an active and reciprocal 
process between the biological, psychological and social factors implicated in the 
experience of chronic pain (Turk, 1996). A considerable amount of research has been 
carried out to investigate the factors which influence the pain experience in adults and 
a body of literature is growing for children and adolescents.
1.4 The Biopsychosocial Approach to Pain
In order to understand the large differences in sensitivity to pain and toleration among 
children, Vami (1995) developed the Multidimensional Biobehavioural Model of 
Paediatric Pain (Figure 1.4.1).
Figure 1.4.1 Varni’s (1995) Biobehavioural Model of Paediatric Pain
Perception
Behaviour
Pain
Précipitants
Disease
Injury
Stress
Procedures
Activities of Daily Living 
School Attendance 
Depressive Symptoms 
Anxious Symptoms 
Behaviour Problems 
Interpersonal relations
Functional Status
Biological Predispositions 
Family Environment 
Cognitive Appraisal 
Coping Strategies 
Perceived Social Support
Intervening Variables
Vami’s model incorporates a range of potential précipitants for pain and in doing so 
attempts to challenge the divide between psychologicaTand physical pain. Regardless 
of whether there is a clear and demonstrable aetiology to the pain, the intervening 
variables will impact on the level of the pain, and the functional status o f the child. 
The biological predisposition, comprising of factors such as age, gender and genetic 
influences, is considered important. Many studies have discovered that females
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appear to be far more vulnerable to problems with pain than males (Edwards, 
Zeichner, Kuczmierczyk and Boczkowski, 1985; Chatuverdi, 1987; Chambers, Craig 
and Bennettt, 2002).
The cognitive appraisal of pain has been well demonstrated as a crucial aspect of pain 
perception (Zeltzer, Bursch and Walco, 1997). Cognitions regarding the 
uncontrollability of pain or catastrophising have been found to increase the level of 
pain severity (Gil, Williams, Thompson and Kinney, 1991). The application of 
different coping strategies has been shown to impact on the severity of pain and these 
have been understood in terms of ‘active’ and ‘passive’ strategies (Flor, Birbaumer 
and Turk, 1990). Bennett-Branson and Craig (1993) explored the strategies used by 
children and adolescents to cope following minor surgery and found that ruminating, a 
passive coping response, was related to increased pain severity and slower physical 
recovery. ' Active coping strategies such as using relaxation techniques, have been seen 
to increase the child’s sense of control (Siegel and Smith, 1989).
1.5 The Role of Parents
In addition, the family environment plays a crucial role in terms of the parental 
response to the child’s pain, the transmission of adaptive coping strategies and the 
development of beliefs and behaviours in the face of illness (Bonner and Finney, 1996; 
Chambers, Craig and Bennett, 2002). A full review of the literature relating to the 
influence of parents on the pain beliefs and behaviours of children is beyond the scope 
of this study but a discussion regarding this can be read in the Literature Review 
contained within this portfolio (Wigley, 2001).
Within the family environment, children communicate their distress regarding pain 
through various verbal and nonverbal behaviours such as grimacing, requesting 
medication or becoming non-communicative. Fordyce’s (1976) model of Operant 
Conditioning proposes that parental response will further shape the profilé of their 
child’s pain-behaviours and ultimately, the pain experience, through the application of 
positive and negative reinforcement. Positive reinforcement takes place when the 
child is provided with something pleasurable, usually to compensate for the pain
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experience, such as increased parental attention or sympathy (Bursch, Walco and 
Zeltzer, 1998). Negative reinforcement occurs when the child is excused from an 
activity considered to be unpleasant as a direct result of the pain or a pain-related 
behaviour, such as exemption from household chores or attending school. Both 
positive and negative reinforcement of illness behaviour can be seen in the parental 
treatment of children with colds and gastrointestinal symptoms (Walker and Zeman, 
1992). This study found that mothers were more likely than fathers to encourage 
illness behaviours, and daughters perceived their parents to be more sympathetic and 
more likely to excuse them from responsibility than sons.
Walker, Garber and Van Slyke, (1995) wanted to look at ‘normal’ parental attitudes 
towards applying discipline for misbehaviour if their child was hypothetically 
suffering from an illness at the time of misbehaving. They found that parents thought 
they would be more lenient towards bad behaviour if their child was unwell. Although 
the Walker et al. study (1995) focused on what parents thought they might do given 
particular circumstances, rather than actual behaviour, the research does provide 
insight into a natural parental tendency to be more lenient and forgiving in the face of 
child illness. A study by Giddron, McGrath and Gooday, (1995), emphasised the 
potential power of parental influence when they found that encouragement of illness 
behaviour decreased the speed of recovery following oral surgery irrespective of the 
amount of surgery undertaken.
Greater research attention has been paid to the role of Social Learning Theory 
(Bandura, 1971) in childhood pain. This theory proposes that children learn how to 
respond and cope with illness and pain by observing how their parents respond in 
similar circumstances (Bursch, Walco and Zeltzer, 1998). One area of investigation 
reported to provide evidence for the modelling of pain behaviours is the research into 
the prevalence and aggregation of unexplained pain within families. The number of 
pain models or chronic pain conditions identified in parents has been shown to be 
related to the frequency and intensity of pain experienced by the children (Edwards, 
Zeichner, Kuczmierczyk and Boczkowski, 1985; Schanberg, Keefe, Lefebvre, Kredich 
and Gil, 1998). However, these studies have suffered from self-report and cross­
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sectional designs. Furthermore, Edwards et al. (1985) rely on the report o f one family 
member to determine the familial pain experiences. It can be extrapolated from 
research studies of this kind that a relationship between parental and child pain 
experiences exists but it is not possible to determine the process by which the 
transmission takes place, or indeed the direction of causality.
Considerable research has focused more on particular aspects of parental pain 
behaviours that might lead to observational learning (Chambers, Craig and Bennett, 
2002). Pain behaviours are the methods by which an individual attempts to cope with 
the degree of pain experienced. For example Jamison and Walker (1992) found that 
parental behaviours such as staying in bed and taking medication plus exhibiting a 
high level of emotional distress was significantly related to the frequency of child- 
reported pain. Another group of studies have identified that particular coping styles, 
employed by parents when experiencing pain, such as increasing activity, resting or 
catastrophising have been shown to be related to their children’s style of coping with 
pain (Gil, Williams, Thompson and Kinney, 1991; Reid, Lang and McGrath, 1997).
Observational and experimental studies have provided insight into the mechanism of 
transmission of coping behavioui's. Dunn-Geier, McGrath, Rourke, Latter and 
D ’Astous, (1986) observed how mothers with children with musculoskeletal chronic 
pain interacted with their children whilst helping them with physiotherapy exercises. 
Mothers of children who were less able to tolerate the pain made more intrusive 
comments during the exercise task such as, “Don’t over do it, you won’t be able to 
walk later” than mothers whose children coped well. Blount, Corbin, Sturges, Wolfe, 
Prater and James, (1989; cited in Chambers et al. 2002) found that during a lumbar 
punch procedure, parental behaviour towards the child such as apologising, providing 
reassurance and being mildly critical increased the level of child distress. In contrast, 
engaging in non-procedural talk, encouraging coping strategies and using humour 
decreased distress.
Blount et al. (1989) findings were evaluated using an experimental paradigm in 
investigating the coping ability of 120 healthy children undergoing a laboratory
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induced cold pressor pain (Chambers, Craig and Bennett, 2002). The participating 
mothers were randomly assigned to one of three groups; a ’pain-promoting’ group and 
a ‘pain-reducing’ group for which the mothers received training informed by Blount et 
al.’s (1989) research findings, and a control group which required mothers to respond 
instinctively. Whilst the study did show that children whose mothers responded in 
pain-promoting manner reported higher levels of pain intensity, this result was only 
significant for daughters and not sons. These results were consistent with findings 
from previous studies which have found that daughters are more likely to develop pain 
complaints when exposed to multiple familial pain models than sons (Edwards et al., 
1985) and show greater sensitivity to changes in parenting when they are unwell 
(Walker and Zeman, 1992). With this previous research in mind. Chambers et al. 
(2002) concluded that the participating daughters might have been more sensitive to 
the trained changes in their mother’s behaviour during the procedure.
The research outlined above regarding the parental role in shaping the pain experience 
for children indicates that some parental behaviours, both verbal and non-verbal, may 
increase the severity and frequency of illness and pain in children, particularly girls. 
Chambers et al. (2002) have described the implication of ‘good’ parenting behaviours 
(such as providing reassurance and sympathy) in the exacerbation of pain as counter­
intuitive. They hypothesise that these behaviours may serve to communicate to the 
child the degree of parental anxiety and consequently lead to an increase in the child’s 
vigilance for potentially distressing factors.
Social Learning Theory and Operant Conditioning have been applied to treatment for 
paediatric pain and there has been some research to explore the efficacy of using these 
approaches. Sanders, Shepherd, Cleghom and Woolford (1994) assessed the efficacy 
of changing maternal responses in a treatment trial for children with repetitive 
abdominal pain. They found that teaching mothers to reinforce the well behaviours 
that their children exhibited whilstjgnoring sick-role behaviours and encouraging the 
use 0 Ï positive coping strategies led to children being more likely to be pain-free at the 
end of treatment and at follow-up compared to a control group. Sanders, Cleghom, 
Shepherd and Patrick (1996) were interested in the predictors of clinical improvement
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and using the data from the above study they found that the beliefs that the mothers 
held regarding their child’s pain was important for the outcome. Mothers who 
understood their child’s pain as stress-related were more able to encourage coping 
strategies compared to mother’s who saw the pain to be related to illness.
There appears to be sufficient research evidence to support the notion that mothers 
play a crucial role in the adaptation of pain promoting or maintaining factors in 
children. It is not possible to comment on fathers due to the paucity of research 
studies in which they are included. The Sanders et al. study (1996) also provides some 
evidence regarding the impact of maternal beliefs on a mother’s ability to support 
appropriate coping strategies in her child. Whilst a body of literature exists regarding 
how adults make sense of their own illness experiences and how this impacts on their 
ability to use treatment and regulate their own anxiety, a similar body of research does 
not exist for parental beliefs regarding the illnesses that their children develop. The 
next section will explore how adults make sense of their own experience of illness.
1.6 Illness Representations
Research has identified that the beliefs and perceptions that people hold regarding 
their ill-health significantly determine their ability to adjust in terms of disability level 
and degree of emotional turmoil (Pimm, 1997; Moss-Morris, Petrie and Weinman,
1996). The self-management strategies adopted and compliance to treatment are 
related to the experience of the condition (Lacroix, 1991; Pennebaker and Watson, 
1988). The experience itself is usually determined by the symptoms as perceived by 
the individual. Leventhal, Meyer and Steele (1984) looked at cancer patients receiving 
chemotherapy for malignant melanoma and found that those who experienced a swift 
reduction in size of their tumour showed significantly more distress than those whose 
tumour took longer to reduce. This finding was seemingly counterintuitive but 
Leventhal and his colleagues concluded that the tumour provided an observational 
means by which to monitor the effectiveness of the treatment. Without it there was no 
tangible indication that the individual was unwell and therefore no physical indicator 
to justify the unpleasantness of the chemotherapy.
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Leventhal has revealed that beliefs people hold regarding illness are often at odds with 
the beliefs held by medical professionals. A study of patients with hypertension 
(Leventhal, Meyer and Nerenz, 1980) found that 88% of the participants used 
symptoms to identify the need for treatment despite knowing the medical opinion of 
hypertension as being largely asymptomatic. Despite contrary medical evidence that 
symptoms were not part of the illness profile, having been given a diagnosis it was 
important for these patients to be vigilant for signs of ill-health.
Bishop and Converse (1986) talked about ‘cognitive prototypes’ of specific diseases 
whereby people hold ‘sets of symptoms’ as representative of that disease. In the case 
of a common cold, the cognitive prototype would be a congested nose, sore throat, 
aches and pains and a cough. Individuals find it easier to process information 
regarding the illness if the symptoms are well-known in regard to an existing 
prototype. Bishop and Converse observed that when discussing ill-health, individuals 
were likely to mention all the symptoms associated with the prototype regardless of 
whether the full symptom profile was experienced or not. Similarly, symptoms that 
were experienced but did not fit the prototype were excluded from the individual’s 
report. This picture is further complicated when individuals experience symptoms 
which are severe and do not fit with existing prototypes. Bishop and Converse 
observed that this led to escalation in anxiety followed by a drive to establish a label. 
Escalations in anxiety were also noted by Barsky, Geringer. and Wool (1988), 
however, they noted that labels were not always helpful if the accompanying 
explanation could not be integrated into existing models. Attempts to make sense of 
the new information and the subjective illness experience led to an increased vigilance 
of symptoms and subsequent symptom amplification.
Leventhal, Meyer and Nerenz (1980) suggested that information from three areas 
influence an individual’s understanding of illness: i) bodily experience, ii) information 
from the external environment and iii) information based on past experience of illness. 
This information was then used to make sense of the illness within four domains: 
identity, the name given to the illness; cause, the perceived reason for developing the 
illness; time-line, the understanding of the time-frame regarding the illness and
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cons6(juences, the perceived implications of the effect of the illness on the individual s 
life. Further research carried out by Lau and Hartman (1983) identified a fifth domain 
of cure/controllability whereby individuals’ developed beliefs regarding recovery 
from the illness. Developed beliefs within these five domains led to an overall mental 
picture of the illness experienced and Leventhal and his colleagues named this the 
illness representation.
1.7 Research Question and the Present Study
Given the central importance of parents in the treatment of chronic pain for children 
(see section 1.5) it seems crucial to establish how they understand this complex 
phenomenon. Research regarding adults’ conceptualisation of their own illness 
problems has indicated that perceptions can impact on adjustment, level of functional 
disability and adherence to treatment. Anecdotally, clinicians are aware of the 
difficulties faced when trying to contract a family to work with the psychosocial 
aspects of the child’s illness. It has been suggested that this is due to the inability of 
the family to accept a multi-factorial explanation of the problem which integrates both 
the biological and psychosocial factors (Carr, 1999).
Bursch, Walco and Zeltzer, (1998) have discussed the difficulty of treating paediatric 
chronic pain if parents are looking for the pain to be fixed rather than adhering to a 
model which requires them to take an active and central role in treatment. For parents 
attempting to conceptualise their child’s pain, it is hypothesised that this process is 
made difficult by the disparity between the biopsychosocial model of pain and the way
of conceptualising illness within the general population.
The main aim of this study was to explore the beliefs and understanding that parents 
hold regarding their child’s musculoskeletal chronic pain syndrome and how they 
attempt to make sense of it in the absence of an organic explanation. Whilst there has 
been a large body of work carried out in both the domains of illness representations 
and chronic pain, previous research has not been carried out to explore parental illness 
representations for their children’s pain experiences. As an exploratory study it was
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therefore considered appropriate to use a qualitative research method, interpretative 
phenomenological analysis.
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2. Method
2.1 Qualitative Research Methodology
Interpretative Phenomenological Analysis
Interpretative Phenomenological Analysis (IPA) is a psychological qualitative research 
method that has grown out of Phenomenology, a philosophy that is primarily 
concerned with ‘the world as it is experienced by human beings within particular 
contexts and at particular times’ (Willig, 2001, p.51). According to phenomenological 
viewpoint, it is nonsensical to conceptualise objects and subjects in isolation of the 
individual perceived experience of them. The aim of IPA is therefore to explore the 
individual perception of the object (Smith, Jarman and Osborn, 1999). An important 
methodological underpinning of IPA is the acceptance that whilst achieving an 
‘insider’s perspective’ (Conrad, 1987) is the goal, it is not ever possible to obtain 
direct experience of another human being’s inner world (Willig, 2001). IPA 
acknowledges that any observation of the participants’ inner world will be viewed 
through the eyes of a researcher with their own beliefs and experiences, and the best 
that can be hoped to achieve is an interpretation of individual experience (Willig, 
2001).
IPA is gaining recognition for its applicability to Health Psychology, particularly 
Chronic Illness. Smith (1996) suggests that the individual personal account will 
continue to provide useful information determining the presence and boundaries of 
illness. IPA pays particular attention to exploring the richness and complexity with 
which human beings make sense of and cope with illness.
Representativeness
It is acknowledged that the application of IPA as a research methodology does not 
hold the inherent drive to determine a universal ‘truth’ applicable to all those who 
have the disorder under investigation. Willig (2001) makes the point that even though 
it is not possible to generalise from quantitative studies of this kind, the fact that ‘a 
given experience is possible, it is also subject to universalisation’ (Haug 1987; cited in 
Willig, 2001, p. 17). Even though this type of research cannot determine exactly who
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or how many people share the same experience, the fact that one individual or a small 
group of individuals have shared a similar experience provides evidence for the 
availability of that experience given those circumstances.
The Semi-Structured Interview Schedule
Semi-structured interviews were considered an appropriate way to collect data for this 
study. In-depth interviews allow information to be gathered in a naturalistic way 
without reduction at the time of collection through coding or summarising it (Willig, 
2001). However, in order to encourage the participant to talk about the area of interest 
and ensure the research question does not get lost, it is necessary to construct an 
interview schedule. This is best achieved in consultation with previous research 
literature to determine areas of relevance and importance (Smith, 1995). The semi­
structured interview schedule for this study was based around the five domains of 
illness representation as determined by Leventhal, Meyer and Nerenz (1980) and Lau 
and Hartman (1983); identity, cause, time-line, consequences and cure/controllability. 
The interveiw questions covered the name chosen by parents to refer to the pain, what 
they believed had caused the pain, the perceived affects of the pain on the family, what 
factors made it better or worse and how long they believed it would persist for. The 
interview schedule can be seen in Appendix 1.
2.2 The Sample
Setting
A tertiary referral inpatient unit and outpatient service for young patients with acute 
and chronic illnesses including debilitating symptoms that have no demonstrable 
organic pathology.
Inclusion Criteria
Participants invited to take part were parents with children diagnosed with 
musculoskeletal chronic pain syndrome (MCPS) attending the young patient service. 
The young people had to fit the following criteria in order for their parents to be 
approached to take part in the research:
i) Diagnosis of Musculoskeletal Chronic Pain Syndrome
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ii) No additional serious medical or psychiatric diagnosis (with the exception of 
Benign Hypermobility Syndrome)*
This study was interested in recruiting the adult caregivers with whom the child lived, 
with particular emphasis on including the fathers. Exceptions to interviewing mothers 
without fathers was to be made if the father had not been involved with the upbringing 
of the child.
Ethical Approval
A  research proposal detailing the aims, objectives and procedure was submitted to the 
Joint UCL/UCLH Committees on the Ethics of Human Research Ethics Committee 
and the University Advisory Committee on Ethics at the University of Surrey. A copy 
of the interview schedule, the letter to the parents, the information sheet and the 
consent form were included (Appendices 1, 2, 3, and 4).
Recruiting Procedure
The researcher visited the Rheumatology Outpatient Clinic attached to the service to 
meet the Consultant Rheumatologist and the multidisciplinary team. Different team 
members passed on the names of the young people attending the clinic who would 
potentially fulfill the study criteria. The patient database was also used to generate 
potential participants. At this stage, 30 potential participants were identified. Of 
these, 29 of the children were female and one was male. The researcher read the 
medical notes for each young person with a diagnosis of MCPS and met with the 
consultant to discuss suitability for inclusion according to the specified criteria. 
Eleven were ruled out due to co-morbid medical or psychiatric diagnoses such as 
Juvenile Idiopathic Arthritis or Asperger’s Syndrome. A further 6 were ruled out due 
to recent discharge from the service. The parents of the remaining 14 (all these 
children were female) were approached to take part in the research. Once suitability
* Benign Hyperm obility Syndrome -  inherited disorder o f  connective tissue matrix proteins w hich leads 
to increased tissue flexibility. Many people have hyperm obility and perceive it as a benefit but for a 
small minority it leads to significant pain and distress (Grahame, 2000 ). It is a condition for w hich the 
pain seem s to ‘outw eigh’ the pathophysiology present and as such was deem ed a suitable 
m usculoskeletal chronic pain syndrome to include in this research.
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for participation was established, a letter was sent out to the young person’s parents 
with an information sheet attached detailing the study. On the arrival of the letter, a 
week was left before contacting the families by phone. The phone call enabled the 
parents and the researcher to discuss the study in more detail, obtain verbal consent or 
dissent and establish a date in order to meet if the parents were willing to participate.
2.2 The Participants
Nine research interviews were conducted with eight couples and one mother. All the 
parents that took part were the biological parents of the young people and had been 
living with the child since she was bom. The parental ages ranged from 39 to 63 years 
old, with a maternal mean age of 45 years, ranging from 39 to 54 years, and a paternal 
mean age of 50, with a range of 42 to 63 years. All the participants were of white UK 
ethnic origin with the exception of one mother who was of black Afro-Caribbean 
origin.
In terms of the demographic profile of the participants’ children with MCPS, all of the 
young people were female. The ages ranged between 14 and 18, with a mean age of 
15. The mean age at onset was 11 years old with ages ranging between 7 and 15 years 
old. 5 out of the 9 adolescents had an additional diagnosis of benign hypermobility 
syndrome (BUMS) and pain location was distributed throughout their bodies (see table 
2 .2 .1).
Table 2.2.1 Parent and Child Demographic Information
A ge o f  
C hild
A ge o f  
O nset
P ain  L ocation D iagn osis
o fB H M S
P osition  in  
F am ily
P aren ta l A ges  
M o th er  F a th er
E th n ic
O rig in
15 10 B ack, legs X Y oungest o f  3 45 44 W hite, U K
18 11 Back, legs / Y oungest o f  3 48 52 W hite, U K
14 11 Shoulder, back, hip / O ldest o f  3 42 44 W hite, U K
16 7 Back, hip, legs y O ldest o f  2 44 45 W hite, U K
15 14 Right arm and hand X O ldest o f  2 43 59 W hite, U K
16 15 Right knee and foot X O ldest o f  4 39 42 W hite, U K
16 11 Back, legs X Y oungest o f  2 54 63 W hite, U K
15 9 Back, legs y Only child 39 - Black Afro  
Caribbean
14 11 Left knee y Y oungest o f  5 51 47 W hite, U K
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2,5 Data Collection
The Interview
The parents were given the choice of being interviewed either at the hospital or in their 
family home. Six of the interviews were carried out in the participants’ homes and the 
remaining three interviews took place at the hospital. The parents were interviewed 
together in order to gain insight into the joint construction of meaning regarding their 
child’s pain.
At the beginning of the meetings, parents were given the opportunity to ask further 
questions before giving their informed consent. Participants were reminded that they 
could withdraw from the . research at any given point without it affecting their 
daughter’s treatment. Demographic information was taken prior to commencing the 
interview. In order to place the participants at ease the meeting was conducted 
informally from the outset. A sound check was carried out and the semi-structured, 
interview was then recorded using audio equipment.
The interviews were begun following the interview schedule but invariably the 
conversation flowed and the interviewer directed it accordingly, returning to areas 
which needed further exploration. Open-ended and non-directive questions were used 
in order to maximise access to personal experience. The semi-structured approach to 
interviewing also allowed the interviewer to incorporate the participants’ use of 
language into the interview in order to make the questions more accessible. In 
addition, it enabled the researcher to follow the participant’s stories into previously 
unconsidered territory and ‘check out’ meanings by using reflection, summarising and 
further questions. The environment created by this kind of interview situation is not 
dissimilar to a therapeutic interaction and as such the interviewer used previously 
developed skills of rapport building, genuineness, empathy and unconditional positive 
regard to enhance the process (Coyle, 1998).
The Data
Each interview lasted for between 50 to 90 minutes. The audio recording of the 
meeting was then used to transcribe the interview verbatim producing nine full-length
179
Major Research Project
transcripts. The transcripts were the data for this study. Throughout each transcript, all 
names and identifying information were changed or omitted in order to ensure 
confidentiality for the participants.
2.6 Data Analysis
The data were analysed in accordance with the procedure for IPA as put forward by 
Smith, Jarman and Osborne (1999). The first transcript was taken and read and re­
read in detail while the researcher made deliberately unfocused notes regarding 
immediate observations, contradictions, associations and summaries. Having fully 
engaged with the first transcript, time was spent sorting the initial observations into 
‘loose’ themes. Once this was achieved, each transcript was read and re-read again in 
turn, taking the themes into consideration and using them to think about the new 
information. In this way, the themes grew and evolved as they were adapted and 
shaped to incorporate the different experiences of the participants. This process had to 
be carried out in a circular way as each transcript and theme was repeatedly revisited. 
Throughout this stage, it was considered how the themes related to each other and 
whether, as a group, they were capturing the essence of the participants’ shared 
experience (Willig, 2001).
2.7 Validity and Reliability
The application of qualitative research methodologies in clinical and . health 
psychology is relatively new and as such the criteria by which good qualitative 
research is judged is still under scrutiny (Turpin, Barley, Beail, Scaife, Slade, Smith 
and Walsh, 1997; Yardly, 2000). However, the following areas have been identified 
as important for the completion of reliable and valid qualitative research and as such 
were taken into consideration when completing this study.
Sample sizes
The aim was to recruit between 8 and 20 couples in order to meet the suggested 
number of participants for carrying out qualitative research (Turpin et al., 1997). 
Sample sizes cannot be judged with the same criteria as quantitative because large 
sample sizes lead to unwieldy and impossible to handle data sets which cannot be
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analysed with the same scrutiny (Willig, 2001). Nevertheless, the focus on the quality 
of data collection resides in the thoroughness of the interviews and whether or not they 
provide enough material in order to answer the research question (Giacomini and 
Cook, 2000a). This was thought to have been achieved following the transcription of 
nine interviews and data collection was halted at this point.
Internal Coherence
One of the philosophical underpinnings of qualitative approaches to research is the 
acknowledgement that there is no objective reality, only individual interpretations of 
objects. Despite this. Smith (1996) places importance on the notion of internal 
coherence. This is the need for the argument presented in the study to show internal 
consistency and be justified by the data. For this study, the internal coherence was 
corroborated by other psychologists with an interest in IPA. They were asked to read 
one transcript and to generate ideas regarding important themes. There was 
consistency in the identified salient themes, thus establishing internal coherence. This 
process was undertaken not to establish a single definitive account of the themes as 
would be the aim of an inter-rater reliability check, but rather to ensure that the story 
told through the analysis is warranted from the data. It is also important for the reader 
to be able to judge internal coherence and in order for this to be possible the analysis 
has been presented with quotations taken from the transcript. In addition, a copy of 
one transcript in its entirety has been provided in Appendix 5.
Reflexivity
Given the subjectivity of the analysis, it was important for the researcher to be aware 
of her own theoretical framework and perspective throughout the research process and 
reflect on how this might bias the interpretations made. Whilst the aim was to provide 
an account of the experience through the eyes of the parents, the researcher was 
influenced by both her involvement with the multidisciplinary medical teams and her 
psychology training. She remained attentive to the fact that she was embarking on the 
analysis with her own theoretical framework regarding the conceptualisation of pain 
without an organic basis.
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The researcher became interested in physical health without an organic basis whilst 
working in a paediatric liaison team and observing many such referrals. Inexperienced 
in the area at this stage, the researcher was struck by the difficulty of conceptualising a 
physical problem which could not be attributed to a medical cause. This consequently 
led to an interest in how parents managed to make sense of this phenomenon. The 
researcher therefore remained alert to the fact that she might have held preconceived 
ideas that parents would experience difficulty forming an understanding of their 
child’s pain.
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3. Results
The presentation of the data in this section has been an attempt to tell the participants’ 
story (Giacomini and Cook, 2000b) in a way that captures the shared experience of 
having a child with chronic pain for which no clear pathophysiological reason can be 
identified. This story is an interpretation of the shared experience and it is told by the 
use of summaries and commentaries by the researcher and by using the words of the 
participants. The words of the participants have either been indented from the main 
body of the text or provided in quotation marks* so they are easily discernible. The 
first two main themes, The Battle for Agency and The Mind-Body Split, reflect the 
factors that influenced the establishment of an illness representation for the parents. It 
was evident from the transcripts that the parents were trying to develop an 
understanding of their child’s pain but the complexities of establishing a diagnosis, 
health professional disagreements, difficulties accessing treatment and the persistent 
dualistic thinking regarding pain, complicated this process. The third main theme. 
Coping, explores the insight shown by the parents regarding their approach to the pain 
on a day-to-day basis.
3.1 The Battle for Agency
3.1.1 The Journey for an Answer
Without exception, all parents talked about the length of time and the number of 
physical investigations taken to arrive at a name or an explanation for their child’s 
pain. Despite the numerous investigations, receiving negative results was a universal 
experience. Mary gave some insight into why the negative test results did not lessen 
her anxiety and frustration surrounding her daughter’s pain:
Mary: but they all com e back clear which is another thing which is so  frustrating
although you desperately don’t want to find anything wrong but on the other side you  
do want them to find som ething wrong because you want there to be an answer to 
why these pains are occurring. Very, very frustrating....N obody can see  pain.
( Chris an d  M ary: Lines 4 7  -  52)
’ Transcript notation -  to indicate where material has been omitted to save space and aid clarity, three 
dots have been used ( . . . ) .  P lace names and medical staff names have been om itted and replaced with ( -
 ) Information has been provided in brackets ( ) if  the text requires further clarification due to the
om ission o f  names or other orienting material.
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One mother described the ‘not knowing’ as the ‘hardest thing’ (James and Becky: 
Lines 975).
The parents interviewed were all at different stages in this journey in terms of arriving 
at a name that they could give their daughter’s pain. Angie used the term ‘double- 
jointedness’ when describing her daughter’s problem to people and would emphasise 
that this was ‘excessive’ (Angie: Lines 420 -  421). For other families the search for a 
label continued as the medical profession suggested and then rejected different names:
Mary: I think one o f  the problems is over the course o f  the two years w e’ve had so  many
different names for what she’s had, so  w e never, till the last 6  months did w e really 
com e to grips with a n am e....now  to find that that one w asn’t it so  w e’ve never 
actually settled on a name, w e’ve been through everything.
(M ary an d  Chris: Lines 22-28)
There was a strong sense that the drive for an answer had to come from the parents 
themselves who pushed for consultations and used different sources to gather 
information in order to piece an understanding together. Indeed, Carol and Bob felt 
that they found an answer from the ‘Jimmy Young Show’ regarding their child’s pain. 
Another popular source for information was the internet. Once the parents had 
established a name for the pain, it was often presented to the health professional as the 
answer:
Helen: my mum’s also been told that sh e’s got hyperm obility in her back so from then we 
basically went on the internet and tried to find out as much as w e could about it.
Peter: The things that we found on there sounded very much like Joanna and w e w ent back
to our GP and explained it all to him. H e was very reluctant, um very dism issive  
really o f  what w e were saying and w e had to really push for him to do something  
about it
(H elen an d  P eter: Lines 2 8 - 3 4 )
The difficulty obtaining a corroborated account of the problem from the many 
different health professionals they came in contact with led families to perceive the 
pain as emanating from a particularly rare, special and under-researched ‘condition’ or 
‘illness’ not known or understood by the majority of the medical profession:
Helen: .. .H e did say that in thirty-five years o f  being a GP he had never seen anything like
Joanna
(P e ter  an d  H elen: Lines 158 -  159)
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James: W ell, until we got to the  (specialist service) w e thought w e w ere the only
parents with a daughter like this in the country... nobody seem ed to have heard o f  it... 
and that’s everyone w e got a visit with w asn’t it?
(Jam es an d  Becky: Lines 131 -  144)
3.1.2 Disagreements between the Professionals
The number of investigations for most parents and professionals involved served to 
add to their confusion and distress. This was magnified when the health professionals 
made known to the families that there were differences of opinion amongst them. 
Mike and Liz talked about observing the reaction of a doctor on receiving a report 
from another service:
Mike: when w e got to the hospital the doctor picked it up and said ‘rubbish’ and she just
ripped it up and threw it in the bin.
(M ike an d  Liz: Lines 104 -1 0 5 )
For this couple, their confusion led them to revert to a well-known medical term to 
label their child’s condition, arthritis, even though they understood that this was not 
what their child suffered from.
Mike: all you know is that Jane’s got pain, you don’t really know what it is, one says it’s
one thing and another says its another thing so you can’t com e to terms with  
something that really doesn’t have a name.
(M ike an d  Liz: Lines 178 - 1 8 1 )
Disagreements between the health professionals were also perceived to negatively 
affect access and continuity of appropriate treatment. This seemed particularly 
pronounced between specialist services and physiotherapists from local services:
Caroline: the physios were com ing back and saying ‘no she needs this she needs that’. But 
when w e saw him (the consultant), he was saying ‘they don’t know what they are 
talking about’...there was this in fighting betw een the physios and the consultant with 
us in the middle being shunted from pillar to post and achieving absolutely nothing  
(B ob an d  C arol: Lines 34 -  38)
Mary and Chris had a similar experience of disagreement between the specialist 
service consultant and the physiotherapist from local services. The disagreements were 
played out publicly much to the disappointment of the family:
Mary: When she sa id ... ‘w ell, I don’t know if  you are going to get that again! W e can only
give it to people who really need it’, R osie doesn’t need things like that nobody does! 
Chris: so unprofessional to be making com m ents like that.. .shouldn’t they make the
comments back to the staff at t h e  rather than to us?
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Mary: I f  they felt that R osie wasn’t under that case o f  R SD , well don’t tell us, go back to the
hospital and say ‘w ell, I don’t think w e’ll be treating her properly, because I don’t 
think’, fight it with them, don’t fight it with us! W e d on’t need that hassle!
( Chris a n d  M ary: Lines 871 -  882)
3.1.3 Patient and Professional Relationships
The length of time and the difficulty to get a satisfying explanation for the pain, plus 
the number of professionals involved was perceived as being detrimental to the well­
being of the child;
Mary: lots o f  different doctors com e round and each doctor that she saw  told her different
things. W hen she cam e out she was so relieved to get out, each tim e I went to visit
she would say, ‘well they told me this today, they told m e that today. They told me 
not to do this and another doctor told me to carry on doing it! That, I don’t think, is 
very good for her, ....g e t  together and discuss it and com e up with som ething in front
o f  her that’s going to help her not keep screw ing her mind up.
(Chris a n d  M ary: Lines 3 2 6  -  335)
The apparent inability to provide a satisfying explanation for this family led to a 
considerable amount of anger and frustration when the consultant attempted to provide 
a prognosis for something they perceived him not to understand:
Chris: D r  actually said to us . . .  she w ill get better -  w ell how does he know  she will
get better when they don’t know the cause o f  the problem.
I: How did that leave you feeling?
Mary: Very, very cross.
Chris: H ow  can you say that to her!
Mary: D on ’t worry R osie you’ll get better!
Chris: But I ’ve got to pass you onto another colleague and..
Mary: It was very, very frustrating
(C hris an d  M ary: Lines 123 -  135)
Not only did the families experience anger themselves; they also perceived the health 
professionals to be angry with them. Mike and Liz talked about the reaction of the 
doctor when they felt compelled to take their daughter for an emergency appointment 
due to her pain:
Liz: She went ‘how dare you com e up here’ and stamped her fists on the table, ‘with just a
backache’ ‘how dare you’. She was like som e dem ented fool. I was just like looking  
the other way like and Jane started crying ‘I can’t stand it, I can ’t stand it, I can’t s it’. 
She couldn’t stand upright, she couldn’t sit, she cou ldn’t sleep  and she was in so 
much pain and the stupid doctor keep on being so rude to her.
(M ike an d  Liz: Lines 3 6 7  -  372)
Angie: .. .her body language was very off, she didn’t address me at all as Hannah’s mother,
she went straight into dialogue with Hannah, she was very aggressive in her tone and 
her manner, she basically told me it was my fault that Hannah was in pain, what had I
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done about it? So I said I had taken her back to my doctors and they say there isn’t 
anything they could do, so whenever sh e’s been in a crisis I’ve been taking her into 
Casualty and they’ve just been giving her ibuprofen. And she said ‘well you can buy 
those over any counter’. And I said ‘yes, well I do know  that, I’m not stupid.
(Angie: Lines 5 7  -  66)
Both these families were given the impression that they were wasting precious medical 
time. In a state of heightened anxiety, these comments, perceived as flippant, angry or 
even attempts to be humorous, seemed to make the experience increasingly aversive 
for these families. For Bob and Carol, a flippant remark from a doctor denied for 
them the seriousness of their daughter’s problem and left them wondering where they 
could go to receive appropriate treatment:
Bob: It got the point where he said (the consultant) ‘I f  her leg turns out so far when she
gets to about 18, I ’ll break her legs for her and reset them ’ and that was like the straw  
that broke the cam el’s b ack ....It draws a line in the sand I suppose. Y ou think to 
yourself, w ell, w e’re not getting anywhere. It doesn ’t matter where you go, you go to 
your GP or you go privately, you think you want the best for your children, you buy 
what you think are experts, you buy, and he was just talking rubbish 
(B ob a n d  C arol: Lines 1 9 - 2 7 )
The disagreements between professionals, the confusion, and rejection of the 
diagnosis provided by the specialist services seemed to fuel a sense that the doctors 
did not know what they were doing. Becky experienced this and felt that her family 
knew more about the problem than the doctors:
Becky: w e’ve learnt with doctors because the doctors haven’t got a clue, they really
haven’t ...T h is  is not a subject that they are up with, in fact I w ould say we knew more 
than they do.
(Jam es an d  Becky: Lines 301 -  305)
3.1.4 Trying to get Appropriate Treatment
The battle of accessing appropriate treatment was again a common occurrence for 
these families. There was the sense that this conflict transformed a problem that might 
be perceived as manageable into a situation that was frustrating at the least and 
intolerable in some cases. Helen and Peter, whose arrival at an understanding of their 
daughter’s pain had lessened the intensity of their emotions around it, continued to 
experience frustration due to not getting the help they perceived they needed either 
from specialist or local services:
187
Major Research Project
Helen: I think its due to lack o f  funding.. .w e w ere told that when she did com e out sh e’d be ' 
having fortnightly checks with the physio p eo p le .. . and that never m aterialised.. .they 
were only managing to see her every couple o f  months. So sh e’s not getting that 
locally within the community cos the physio department is so short staffed, there’s 
only one person virtually in the w hole area to deal with people like Joanna.
(H elen an d  P eter: Lines: 94  -  104)
For Mary, the battle was more aversive than the pain itself:
Mary: They d on’t answer me, it takes me w eeks for people to get back to me. A s I said, not
just are w e coping with the illness, I think w e cope fine with that, w e have to battle 
for everything else.
(C hris an d  M ary: L ines 9 1 4 -  916)
As discussed above (pages 185 -  186), the battle for these families appeared to be 
mainly centered on the care co-ordination between specialist and local services. For 
Mike and Liz, the disagreements led to a continuing back and forth between the 
services which meant that neither hydrotherapy or physiotherapy took place:
Mike: they have written t o --------(local services) on numerous occasions stating that Jane
needs hydrotherapy pool sessions. But they receive the letters and then it takes them  
along w hile and then Jane w ill get a letter to go over for an assessm ent. She goes over 
for an assessm ent and then they say to her ‘w ell w e think dry land is better for you ’
and then it goes o ff  again and Jane w ill go  back to t h e  (specialist service) and
the doctors w ill say the same thing and then they’ll write another letter and then they 
send for an assessment for Jane.
(M ike a n d  Liz: L ines 492 -  500)
There was also the perception that once specialist services had taken over the care of a 
child they were no longer prepared to offer a service locally. Chris and Mary found 
that local services did not reply to the letters written by the specialist team. Whilst 
local services continued to see Mark and Lynn’s daughter while they waited for the 
referral to the specialist service, they did not feel that the appointments provided them 
with anything helpful:
Lynn: there was nothing that we, even going through the doctor at our hospital at that time
could do, it was quite a time before L isa was referred up to see anybody at —  , so all 
she was doing was ‘yes. I’m still in pain’, ‘bye bye I’ll see you in 6 w eek s’ and that 
was all that she was having.
(M ark an d  Lynn: L ines 609 -  612)
The NHS waiting lists were a further stressor to this process:
Becky: she wrote to Dr asking him to refer her to pain management rather than a
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psychologist and that didn’t happen for months and months and months afterwards 
(Jam es an d  Becky: Lines 746  -  748)
Many of the participants spoke about the relief of finally getting referred to a specialist 
service:
Caroline: it had taken us 4  years to get som ebody to tell us ‘yes there is som ething wrong with 
her, it’s not all in her mind, it’s not because sh e’s over w eight, it’s not growing pains, 
there is som ething actually wrong with her’. It was like a huge w eight lifted o ff  your 
shoulders 
(B ob an d  C aroline: Lines 66  -  69)
Providing time and a concerned ear was enough for Angie to begin feeling positive 
again regarding her daughter’s pain and consequently helped to improve her mood:
Angie: it was just good to have dialogue with som eone and talk about what the pressures
were for me and H annah.. .1 just left there feeling a bit better.. .she was just very
understanding about the way we were feeling, she didn’t talk down to us, she talked 
to us and allowed us to talk to her.
I: And that was something you hadn’t experienced before?
M: N o , no, I hadn’t had that before. Just som eone to hear us, hear what w e were feeling,
how it was affecting our lives and where w e were com ing from. I left feeling quite 
good that day, quite positive  
(A ngie: Lines 111 -  123)
3.2 The Mind-Body Split
3.2.1 The Medicalised Understanding
The families appeared to be at different stages in developing a coherent explanation 
for themselves regarding their child’s pain and there seemed to be an overall tendency 
to construct a medical explanation. For Helen and Peter, and Bob and Caroline, 
receiving a diagnosis of Hypermobility Syndrome had been enough for them to 
develop a satisfactory enough understanding to feel that their questions had been 
answered:
Peter: S h e’s got hypermobility syndrome which is excessive  m ovem ent in the jo in ts, trouble
with her sort o f  muscles and ligaments so sh e’s got to strengthen all those up, well the 
m uscles, to try and support the joints, so ...sh e  d oesn ’t over-stretch the jo in ts, so she 
can cope with it better 
(P e te r  and  H elen: Lines 66  -  70)
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Carol and Bob had also found that the hypermobility syndrome label had helped them 
conceptualize the problem:
Carol: W ell it’s lax joints and it also gives the sym ptom s like M E so she gets incredibly tired
very qu ick ly ... its just wear and tear on her jo ints and then everything gets knackered 
and then everything aches because you’ve got so  much m obility between the joints 
and everything’s like w obbling around 
(B ob a n d  C arol: Lines 252 -2 5 6 )
Neither of the families mentioned Chronic Pain Syndrome. Peter and Helen 
acknowledged that hypermobility itself was not a prerequisite to pain, ‘some people 
who have hypermobility syndrome don’t shown signs of pain’ (Line: 455) but they had 
constructed an explanation to compensate for this:
Helen: with hypermobility you have flexib le jo ints but people with the syndrom e have •
stretchy ligaments as well as the ligament stretch its more easy to get injuries to over­
stretch and also, I don’t know how  it affects the m uscles?
Peter: The m u scles.. .aren’t able to support the jo ints as they should do, that’s why you have
to go through all these exercises to try and build up
Helen: B ecause they rely more on their m uscles to keep the jo ints together. The ligaments 
are too stretchy.
(P e ter  an d  Helen: Lines 494  -  501 j
Caroline and Bob had also found out that Hypermobility was not a prerequisite for 
chronic pain but they had not been able to reason it out in order to make sense of it in 
the same way as Peter and Helen:
Caroline: som e people with hypermobility syndrome don’t suffer any pain.
I: How do you make sense of that?
Caroline: I don’t know, because B ob and I, w e’ve worked it out that w e both must be
hypermobile but we haven’t got the syndrome but the pair o f  us together, our genes 
together w e’ve given it to Rachel. W hy hasn’t Sarah got it? D o n ’t know. There is no 
sense in it you can’t rationalise it.
(B ob an d  C aroline: Lines 7 7 4 -7 8 0 )
Mark and Lynn described their child’s pain as a medical condition similar to arthritis:
Lynn: She knows she’s got restrictions, she knows if  she does things sh e’ll be in a lot o f
p a in ...sh e  was told sh e’s got chronic pain syndrom e, she was told she had juven ile  
arthritis, she was told it’s like having arthritis but without the bone damage. So L isa  
was quite happy with that because she knew som eone with arthritis, so  she thought 
yes, O K ’.
(M ark an d  Lynn: Lines 726 -7 3 1 )
For the majority of the participants there were partial explanations, inconsistencies and 
obvious confusion on further questioning revealing that the medicalised understanding 
was only able to provide part of the picture.
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Both Sheila and Simon and Richard and Anne were able to describe aspects of the 
Gate Theory (see page 165). Sheila and Simon understood that the pain signals had 
been activated for their daughter following her contracting Rheumatic Fever:
Simon: What they are basically saying is that the nerve endings, are signalling to her 
brain that there is pain but effectively  there isn ’t
Sheila: And when they look inside there’s nothing there
Simon: Your suffering pain but it’s not actually there, your body’s signalling pain then ...
Sheila: T hey’ve said to us, it’s where the body’s been, where these nerve endings have been  
so inflamed, the body’s, where she was in quite a lot o f  pain, they just can ’t switch  
off. There’s nothing you can give her, no chem ical or pain killers, to take the pain 
away, nothing will do it.
(Sim on and Sheila: Lines 111 -  130)
Anne: W e are just sort o f  aware that her nervous system  is upset or not working properly
although the ankle, which is initially where it started, is healthy, she’s still getting  
these pain signals to say ‘pain, pain, pain’. (R ichard an d  Anne: Lines 4 5  -  47)
3.2.2 The Rejection of Psychological Factors
In addition to establishing a medicalised view of their child’s pain, some of the 
participants held strong views about the pain being perceived as psychological by 
medical professionals:
Helen: it was all the consultants ...th ey  said there was nothing wrong with her and it’s all 
psychologica l....A nd  she saw a psychiatrist who was very good, she said there was 
absolutely nothing psychologically  wrong with her.. .they had to listen to us, because 
it had been proved that there was nothing psychologically  wrong um, and that’s how  
w e got the referral. But it was a very long, very long p ro cess ...
(P e ter  an d  H elen: Lines 4 5  -  59)
It appears for Helen and Peter that a ‘psychological’ problem would lead to no 
treatment but once this had been disproved then the referral to a specialist team took 
place. As can be seen from this extract, ‘psychological’ was deemed to hold the 
equivalent meaning of ‘nothing being wrong’. Later in their transcript, Helen and 
Peter also equate ‘psychological’ or problems which are ‘all in the mind’ with 
‘imaginary’:
Peter: I think it’s getting people to understand that they have got a condition like that rather
than just saying that it is all in the m in d ...p eop le  don’t tend to accept, probably 
because they’re not aware o f  the condition she has got and because they’re not aware 
o f  that condition they can’t diagnose it and the only thing they can relate it back to is 
oh you must be im aging this pain because I can’t find anything physically wrong with 
you
(P e te r  and  H elen: Lines 441 -  448)
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It is unsurprising that if a psychological view of the pain is presented as an imaginary 
or factitious pain then anxious and concerned patients should so angrily dismiss such 
an explanation. For Becky, the intensity and the degree of pain suffered by her 
daughter provided clear evidence that the pain could not have a psychological 
component:
Becky: C os every doctor that w e’ve seen s a y ‘w ell, I think it’s p sychological’. But how
many psychological pains do you know that can wake you up through the night, 3,4,5  
times?
(James and Becky: L ines 9 5 -  97)
When Becky was asked what the doctors were implying by stating that her daughter’s 
pain was psychological, she replied ‘that there is an underlying reason for her doing it, 
wanting attention or wants reassurance’ (lines 215 -  216). Whilst this is one step on
from viewing psychological as imaginary, the description is pejorative and implies a
j  '
conscious manipulation and cunning in this young girl that is unsurprisingly rejected 
by her mother.
Other families seemed to perceive the exploration of socio-environmental factors to 
explain the pain as an unfair and unnecessary intrusion:
I: W hat’s it been like for you when people have made links with things happening
in the family and the pain?
Mary: Very hard...I was extrem ely cross with th em ....T he way they were speaking as if
she’s got a problem at school, R osie ’s never had a problem at school, never!...H ow  
dare they say that...It made me so angry! H ow  dare they bring that up and they were 
saying it in front o f  her which was making her really cross and they kept saying, ‘you  
must have a problem at school R o sie ’ ‘no I haven’t’ ‘do you have problem s with your 
friends’, ‘no, I haven’t’. W hy were they feeding her with those th in gs? .. .
(C hris an d  M ary: L ines 5 9 0 — 611)
Mark and Lynn felt the same way:
Lynn: They don’t register at school that.. . if  they’re in pain it’s because they are not doing
w ell at school or that they’ve got a problem  at home. T here’s probably 2 0  other 
reasons they give you apart from the ch ild ’s in pain.
Mark: T hey’re worried, or being bullied or they d on’t want to go to sch o o l...
Lynn: It seem s to be the first question the doctor w ill ask ‘are they doing w ell at sch oo l? ’
She said to her ‘I am in pain, there’s nothing wrong with my school, there’s nothing 
wrong with my mum and dad, I am in pain’
(Mark and Lynn: Lines 2 1 - 2 9 )
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3.2.3 Embracing a Psychological Component
Although there was a strong view that psychology could not provide an explanation, 
some families did acknowledge the involvement of some psychological factors. Mike 
and Liz held some concept of how psychological factors might maintain the problem:
Liz: the onset was when she was 11 but a lot o f  things seem s to, especia lly  her back,
seem s to have got worse over the last 18 months to what it was when she was 
younger... I dunno if  its to do with the fact that she gets stressed. She gets angry quite 
a lot.
(M ike and  Liz: L ines 185 -  190)
Chris and Mary showed a degree of ambivalence in their understanding regarding the 
psychological effects on their daughter’s pain. Whilst Chris began discussing the 
difficulties the family had and were still having, both he and Mary were keen to move 
the conversation on to discuss the implausibility of these kinds of explanations:
Chris: S ince it started it’s probably been the hardest 2 years o f  our lives not because o f  only
R osie but because w e’ve just had a hard two years... I actually lost m y job  just as it
started . . .s o  that was the start
1: A n d  th at happened  a t the sam e tim e?
Chris: They thought at first that that could have been a reaction but it w asn’t
Mary: It was nothing to do with it, she was ill before that.
Chris: They thought that perhaps she was worried because I was out o f  work but I w asn’t
because I got another job . That started and a year ago M ary’s mother died all o f  a 
sudden, o f  can cer ...R osie’s been through all that, you know, probably as a fam ily  
w e’ve had a hard couple o f  years.
(Chris an d  M ary: L ines 571  -  584)
Bob and Caroline talked in more general terms about psychological factors that could 
aid or hinder their daughter’s ability to cope on a day-to-day basis, such as having 
something to look forward to. However, they did not think that their daughter had 
made a similar connection:
Bob: sh e’ll cope with it this-afternoon, because sh e’s looking forward to going out tonight.
N ow , if  she w asn’t going out tonight she would be in bed by now  but because she’s 
got this carrot and the end, she’s going o u t... it puts it to the back o f  the m in d ... she’s 
mentally focused and sh e’s managed, unbeknown to her sh e’s managed the pain and 
put it at the back o f  her m ind .. .suppose if  nothing’s happening or you haven’t got 
nothing to look forward to or going out with your friends, or whatever, yo u ’re sitting 
there dw elling on, your mind’s focused on the nothingness and the only thing that is 
filling your d ays...
Caroline:is your hand aching.
I: So  do you  th ink sh e ’s noticed  th is con n ection ?
Caroline: N o
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Bob: N o
(B ob an d  C aroline: Lines 641  -  673)
Simon had a clear understanding of the influence of psychological factors and gave a 
number of examples. He discussed his daughter’s pain appearing to be controllable if 
he promised to take her shopping but would be unbearable if he asked her to 
accompany him in doing something she found unpleasant. Whilst he did not perceive 
this as an avoidance tactic, he talked about rewards providing motivation and 
distraction. Another example he gave suggested that he understood how the mind 
might mediate the pain:
Simon: you can cut your hand and if  it’s cold weather, you ’re looking outside, it’s cold, you  
slice your hand, you don’t know until you see  the blood or see  the cut, you don’t 
know that you’ve hurt yourself, but as soon as you see it, it hurts. That’s it really.
Once you realise it, you concentrate on it.
(Sim on an d  Sheila: Lines 8 1 2 - 8 1 6 )
Angie talked at length regarding the psychological factors that might impact on her 
daughter’s pain. She began by discussing the explanation that the specialist consultant 
had given her:
Angie: she did agree that Hannah had hypermobility but she was concerned at the severity 
and the frequency o f  the crises, she felt they were uncomm on for that d isea se .. .they  
thought som e o f  Hannah’s pain was psychological and that when sh e’s stressed that 
affects the knee...and that made sense to me because Hannah’s going through a 
period at school where she’s being bullied and so , I can see  where that w ould be the 
case and the other thing that I ’ve noticed since I’ve had all this dialogue and got a 
better understanding o f  what’s going on is that when Hannah’s away from school and 
sh e’s at home, she’s much healthier.
(A ngie: Lines 104 - 1 5 3 )
3.2.4 The Experience of Seeing a Psychologist or a Psychiatrist
The parents who incorporated psychological aspects into their understanding of the 
pain were more complimentary about the input they had or were receiving from mental 
health professionals. Helen and Peter who were angry about the implication that their 
child might have a psychological problem (see page 191) and found the psychologist a 
‘total waste of time’:
I: Do you have any idea vrhy a psychologist might be involved?
Helen: Yeah, with Joanna it was to keep her motivated and to help with her p a in ...it was
supposed to be like a pain management but when she actually did see  her it w asn’t, it
was more like asking her personal questions which Joanna d idn’t..
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Peter: .. didn’t see the relevance o f  really
Helen: it w asn’t what w e thought it was going to be. W e thought it was going to be to help
overcom e the pain
Peter: What it sounded like was that they were looking into the fam ily life to try and find
som ething that was wrong behind the scenes with the fam ily which was causing the 
problem with Joanna, you know, where she was um, beating the w ife up every day or
som ething, uh, things like that.
(P e te r  an d  H elen: Lines 210  -2 2 3 )
What is also interesting from this extract is the insight into the psychologist’s attempt 
to engage them in therapy surreptitiously. They felt they were enticed to the meeting 
with discussion regarding pain management but once in the psychologist’s room they 
were approached with a wider agenda.
For Mike and Liz, it was an experience that was considered aversive, intrusive, and 
ultimately unpleasant, undertaken only because the doctors advised it:
Liz: w e was trying to help her but I don’t know if  w e were helping her in the fact that the
doctors were saying to her to see a psychiatrist or a psychologist.
I: Was that helpful seeing her for either you or Jane?
- Liz: I hated it personally ... I didn’t like the questions fired at h er ...I  d idn’t like som e o f
the things she said. I can’t really think o f  them now  but I know  Jane hated it.
(M ike an d  Liz: Lines 4 3 6 - 4 6 4 )
While discussing the contact with the psychiatrist, Liz indicates that the psychiatrist 
tried to help the family conceptualise the pain from an integrated psychological and 
medical perspective. Despite discussing this, Mike and Liz were not able to recall any 
of this when asked at the beginning of the interview about their understanding of the 
pain and had returned to referring to the pain as arthritis.
Liz: when she got stressed, we thought that when she got stressed the body tenses up and
all that and when you get stressed that can flare her joints up.
I; Is this what the psychiatrist said?
M: Yeah
(M ike an d  Liz: Lines 451 -  454)
Bob felt the main advantage of seeing a psychologist was having someone to ‘off­
load’ on. Their opinion regarding psychological input evolved as they spoke about it 
but it appeared from the transcript that their initial opinions for that way of working 
were not positive:
Bob: Where you don’t want to talk to bloody adults...
Caroline: Who sit there and go ‘yes and how did you feel about that’ which is all very lovely but Rachel
wants to turn round and say ‘I’m bloody well pissed off because why was it me and not
somebody else?’
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I: And w hen you ’re talking about that type o f professional w ho sits and asks ‘how do you
feel’ w hat kind o f professional (interrupted).
Caroline: I’m talking about psychologists and stuff like that.
I: So has she seen psychologists?
Caroline: Oh yes. Yeah, she see s-------------and we had a team meeting just before Christmas which was
great actually because it was the psychologist, it was the occupational therapist, it was 
everybody who was dealing with Rachel and that’s great and it gets an insight into Rachel but 
its not practical help -  it helps Rachel sometimes but 1 think something more along the lines 
now we need some practical help or practical support for Rachel
I: So she hasn’t found seeing a psychologist helpful?
Caroline: 1 think she has yes, yes she has. And she sees a councillor at school. Yes 1 think it has, very 
much.
I: In w hat way?
Caroline: Because she sees her without me so Rachel can tell her what she likes and really tell her how 
she is feeling. Whereas Rachel would hold back because she knows it hurts me so
Rachel can off load to  o r  and know that they are not going to take it home and not
feel.
Bob: A problem dumped on somebody is a problem halved.
(B ob an d  C aroline: Lines 874 -  897)
It is unclear if Caroline’s change in attitude is due to a realization that she is talking to 
a psychologist or whether, given more thought, that the psychological input had been 
helpful. Her initial reaction, however, provides insight into the stereotypical view of 
how a psychologist might work.
Sheila and Simon, who had discussed the psychological aspects of their daughter’s 
pain (see page 14), were impressed when the specialist service took the holistic 
approach to assessing their daughter’s pain:
Simon: Even to the point o f  asking her how she copes with us how she copes with her sisters 
and brother. They go right into it, her friendships (interrupted)
Sheila: W hen the psychologist saw Amanda I w asn’t even in the room , so  that was brilliant, I 
thought that was really good. Cos then she was really honest, not just putting on a 
front because I’m there...
(Simon an d Sheila: Lines 262  -  265)
3.3 Coping
3.3.1 Rest and Activity
Without exception, all parents acknowledged the need for activity and keeping the 
pain site mobile and they expressed that they had received this information 
consistently throughout their search for an answer regarding the pain.
I: This, thinking that the physio is the key, has that idea changed over time?
Chris: From day one, when she went into th e  , 18 months ago, they was alw ays
working on her with physio, exercises, stretches...
I: So right from the beginning that was always encouraged?
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Mary: Yeah
Chris: W e’ve had treatment, one o f  the things they alw ays stress, she had to keep her arm
m oving, or you w ouldn’t use your m uscles so  it’s alw ays been there.
(Chris an d  M ary: Lines 8 1 9  -  827)
Even in the absence of a diagnosis, parents thought that trying to maintain mobility 
was a positive and necessary approach:
Liz: But w e’ve tried to keep her as m obile possib le without know ing what sh e’s got we
never pushed her or anything but w e’ve tried to keep her m obile  
(M ike an d  Liz: Lines 223  -2 2 5 )
The understanding that immobility would lead to further deconditioning and further 
physical problems was also explicit in many of the transcripts:
Simon: A  lot o f  that’s got to be down to m uscle wastage where she starts using it, it’s similar 
to a broken leg that’s strapped up for 6 months, it’s a long process to get it back to 
what it should be.
(Simon an d  Sheila: L ines 411 -  413)
However, this was contrasted sharply with the universal perception that activity 
involving the pain site was a guaranteed way to increase the pain. For many, an 
inpatient admission to the specialist service had produced encouraging improvements 
and this was largely attributed to the input from the physiotherapist:
Helen: . . .  just getting her up on her feet when she couldn’t walk. W hen she cam e in for four
w eeks in t h e   (specialist service) she cam e in she was in a w heel chair, she
could just barely crawl really. With the physio and the hydro that she was doing that 
got her gradually back up on her feet and at the end o f  the 4  w eeks she was virtually 
walking.
(P e ter  an d  Helen: Lines 2 2 9 - 2 3 3 )
Maintaining this progress following discharge seemed elusive, with a tension between 
parents recognising the need to encourage their children and the natural tendency to 
want to make them rest and protect themselves. Whilst parents acknowledged graded 
exercise and pacing techniques as ingredients to achieving this balance, the transcripts 
revealed that the concepts could not be translated to real-life terms:
Peter: So w e try to do what we think is best for her but w e w eren’t sure half the time what
w e were doing was good or bad for her. Y ou went to sort o f  push her to try to do 
more exercises or when she should be resting.. .1 think a lot o f  it really is dow n to 
Joanna, she’s got to learn for herself what exercises she can do and her body w ill tell 
her when sh e’s done too much and at that point sh e’s got to rest, not com pletely rest 
but sh e’s still got to do what are her daily exercises but not to over do things.
(P e ter  an d  Helen: Lines 108 -  120)
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In this extract, Peter is beginning to advocate achieving the right balance between rest 
and activity but it is clear that the main tenet of pacing has not been grasped whereby 
activities and postures are changed before the onset of pain in order to prevent the 
pain. Later in the interview Helen advocates rest as the answer to pain:
Helen: . . . i f  she over does things, if  she does too much exercise then its hurting her more, she
gets more pain doesn’t she and that’s when she knows sh e’s done too much and sh e’s 
got to rest then 
(P e te r  an d  Helen: Lines 276 -  278)
Here, Peter and Helen are supporting the ‘boom-bust’ approach to activity that has 
been recognised as contributing factor to physical deconditioning and ultimately a 
maintaining factor for chronic pain.
For Chris and Mary, the level of pain that the physiotherapy caused produced fear that 
‘something must be wrong’. Without regular input from the physiotherapist to provide 
reassurance that the exercises were appropriate, they did not feel able to provide their 
daughter with further encouragement:
Mary: when she came out o f  hospital, the exercises that they gave her were just so
painful, she was in tears doing it. That can’t be right, she can’t be doing right, 
som ething’s got to be wrong for her to be in that much p a in .. .so  she stopped  
doing it because it was just too painfu l... the physio then stopped until w e had our 
next visit and then they set it up again so she was like 3 or 4  months without anything 
in-between other than she’d been given these exercises to do but she cou ldn’t do them  
because they were just too painful. And then when w e did get back to the physio  
again and we told her ‘well no she hasn’t been doing that’ ‘oh w ell you should have 
been doing them’
(Chris an d  M ary: Lines 828  -  839)
Whilst Mary acknowledged that the pain was leading to an immobilisation of her 
daughter’s arm and subsequent muscle wastage, the parents were not prepared to 
encourage their daughter to confront the pain unless regular outpatient physiotherapy 
provided regular guidance. The importance and meaning placed on regular 
physiotherapy assessment and treatment explained the level of frustration and anger 
generated when obtaining it proved to be such a struggle. Simon also acknowledged 
the difficulty of a treatment that appeared to make something worse, especially in the 
face of not knowing if it will induce significant change:
Simon: But then this is all part and parcel o f  her not wanting to exercise and that co s  if
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som eone says to you, ‘if  you do this it ’s not going to im prove it’ and it’s painful to do  
it, what are you going to do? I f  they say to you ‘if  you com e out the other side you ’re 
going to be the same as you were yesterday’, at som e point you ’re going to sit there 
and say ‘what’s the point?’ That’s, the difficulty o f  it.
(Simon an d  Sheila: Lines 884  -  889)
F or Others, this balance ju st seem ed like an im possible situation
I: Have you had any thoughts about what might hinder recovery, what might slow
it down?
Anne: The pain level really, for it to get better you have to use it but the more you use it the
more it causes pain. It’s a chicken and egg  situation.
The pain itself was not the only factor which impacted on the ability to engage with 
exercise. All the other factors that affect people without pain were also present, such 
as motivation, ‘You need something to kick you into it’ (Bob and Caroline: Line 304); 
and fitting it into daily schedules, ‘Other things have cropped up so she perhaps hasn’t 
done them.religiously’ (Richard and Anne: Lines 120 -  121).
3.3.2 Changes in Parenting Style
Liz: I think it affected us in the respect w e tended to perhaps treat Jane a little bit more
with kid g loves, a little bit different to Tracey and D aniel, her brother and sister 
(M ike an d  Liz: Lines 33 3  -  334)
The majority of the participants discussed how their child’s pain had led them to 
interact with their child differently compared with the other children they were raising 
or their daughter’s peer group. One area that appeared to be affected was the use of 
discipline. Mark and Lynn discussed the need to ‘give way’ to their daughter in 
particular situations due to her illness. This had been noticed and considered unfair by 
her siblings:
Lynn: B ecause, our eldest daughter, she’s 23 um she said to me the other day ‘I d on’t know
why she can shout at dad and I can’t’ she said ‘Its not fair!’ . . .The other tw o think she 
gets away with an awful lot.
(M ark an d  Lynn: L ines 2 0 0  -  235)
Being excused from the usual amount of household chores was another identified 
change. Anne reflected that her expectations of her daughter’s help around the house 
had greatly reduced to the point where virtually no household chores were undertaken
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(Richard and Anne: Lines 218 -  244). Angie talked about the reaction she had when 
she realised that her daughter no longer participated in the house hold chores:
Angie: I realised I ’d becom e a little bit lax about certain things around the h o u se .. .and she 
got to the stage where she stopped doing anything... but from here on in when you  
are having a good day I do expect you to take care o f  the chores 
(Angie: Lines 511 -  530)
Her decision was to expect her daughter to participate with the chores on the days that 
she felt able to.
Another aspect was the protectiveness that the parents felt towards their child and 
again this often meant that they were parenting at a level of a much younger child. 
James spoke about his decision to not let his daughter travel to and from school 
without being accompanied by one of her parents. He acknowledged that this was in 
contrast to the freedom that her peer group had (James and Becky: Lines 467 -  472).
The protectiveness that they felt towards the child led to a much higher level of 
parental involvement on a day-to-day basis. Despite James’ daughter making a point 
of showing him that she could get up and down off a chair by herself, he found himself 
‘hovering’ near her in order to pre-empt her needs and minimise her need to leave the 
chair (James and Becky: 520 -  522). Richard had noticed that he was at the ‘beck and 
call’ of his daughter in order to prevent her from any unnecessary moving around. He 
felt that it was appropriate given the situation (Richard and Anne: Lines 217 -  222). 
Parental involvement was also noted in the lengths that parents went to make their 
child comfortable:
Mary: W hen sh e’s having a bad day then that is difficult because she gets, she goes very
inward and can be quite stroppy. She gets very cross with herself at w hat’s 
happening and I ’ll try my hardest to make her as com fortable as she can be, w e’ve got 
water bottles and heat bags, w e’ve got everything to try and make it easier for her,
‘do you want a drink? D o you want this? D o you want that?’ Som e tim es she will 
snap back but sh e’s in pain!
(Chris an d  M ary: Lines 5 1 0  -5 1 6 )
Some parents discussed particular treats given to their daughters in an attempt to cheer 
them up or to compensate for the pain. Caroline talked about the shopping trips that 
had become part of the routine of attending the tertiary outpatient appointments. A 
special trip to the hairdressers was also discussed:
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Caroline; She had a hair cut, last week, she was a bit depressed after one appointment, we had 
a couple o f  hours in-between appointments to go o ff  and we went past a hairdressers 
and I dragged her in and it looked really n ice and she walked back to the hospital 
flicking her hair and telling everyone she had had it cut i n ------------ .
(B ob an d  C arol: Lines 5 9 5  -  599)
The level of attention that was given was also noticed by siblings:
Bob: The last time w e had a downer with Sarah (sister) she said ‘oh yo u ’re doing this for
R achel, you’re doing that for R achel, all this that and another’
(B ob an d  C arol: Lines 5 8 0  - 581)
3.3.3 The Severity and Uncontrollability of the Pain
Another dominant story to emerge from the transcripts was the experience of the 
intensity of the pain. Family life appeared seeped in the child’s expressions of the pain 
and the families’ attempts to control or minimize it. The language used by the parents 
endeavoured to convey the full horror of the pain experience for their child: 
‘excruciating..off the pain scale, she was climbing the walls’ (Chris and Mary: Lines 
653 -  654) and ‘totally and absolutely wrapped in agony’ (James and Becky: Lines 87 
-  89). Many parents talked about the vigilance paid within the family home in an 
attempt to prevent further pain from knocks or vibrations. Similarly, necessary daily 
tasks were improvised to prevent pain:
Lynn: you’d have to dry her without hurting her, w e resorted to a hairdryer in the end
because it’s not touching her.
(M ark a n d  Lynn: Lines 634  -  636)
The vigilance brought all members of the family into the experience of the pain. 
Sheila talked about the difficulties of having twins at the toddler stage and the 
responsibility she felt to protect her daughter from potential knocks from them: ‘I have 
to say ‘mind Amanda’s legs’. That’s all I ever say! (Simon and Sheila: Lines 840 -  
841). When Anne’s grown-up son returned home for a visit, he too was required to 
observe his movements and behaviours around the family home in order to prevent 
any unnecessary pain: ‘the vibration of him tapping his feet, if Georgie’s foot is on the 
floor, it will affect her and she’ll be ‘oh; can you please stop tapping’ (Richard and 
Anne: Lines 139 -  141). In this way, the pain appears to maintain its presence in the 
lives of these families.
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Similarly, the difficulties encountered with helping the child move around the home 
helped maintain the presence of the pain. Getting the child upstairs at bedtime proved 
to be a challenging task for those with leg or back pain and families conceded that it 
was not possible without causing pain:
Lynn: Y ou ’d pick her up to take her up to bed and she hold her breath from the
bottom o f  the stairs to her bed.
Mark: There was no way o f  picking her up in a position that w ouldn’t . . .
Lynn: ...that w ouldn’t hurt her
Mark: Y ou couldn’t bend her knee or do anything that would hurt 
(Mark and Lynn: Lines 85 -  89).
At times of severe pain, parental involvement became absolute with all daily living 
tasks over-seen or carried out for the child:
Angie: on days when Hannah can’t m ove or go to the loo . I’ve got a bucket in the room
so she Just kind o f  staggers out o f  bed onto the b u ck et.. .1 have to lift her in and out o f  
the bath and those kind o f  things, role her out o f  bed when she can’t get up,
physically lift her knee to kind o f  m ove and I act like a crutch for her to walk around
the house.
(Angie: Lines 6 0 7 - 6 1 4 )
Indeed, many parents commented that could they take on the pain themselves they 
would have done so gratefully. Despite the attention paid to preventing the escalation
of pain the general assumption was that attempts were futile and the pain was
ultimately uncontrollable. Bob and Caroline summed this up, ‘whatever we may do 
we can’t stop whatever may happen’ (Bob and Caroline: Line 755).
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4. Discussion
4.1 Overview
This research was begun with the intention of investigating how parents made sense of 
their child’s musculoskeletal chronic pain syndrome. During the analysis of the 
transcripts however, it became apparent that the parents were less focused on how they 
conceptualised the pain and more concerned with the factors and the processes which 
obstructed their drive to make sense and consequently gain agency over their child’s 
symptoms.
Two out of the three main areas that emerged from the interpretation of the transcripts 
were pertaining to factors that complicated the process of developing illness 
representations. The first cluster of themes was described as The Battle for Agency. 
This was the experience of trying to establish a label for and an understanding of their 
child’s pain within a context of disagreements and conflicting information on the 
behalf of the health professionals. Difficulties accessing and maintaining treatment 
further added to this experience.
The second cluster of themes was centred on the persistence of conceptualising health 
problems as either physical or psychological. This mind-body dualism complicated 
the journey for the participants as they struggled to make sense of the pain in purely 
medical terms. Whilst some recognition of the inherent psychological factors was 
apparent, the pejorative underpinning of accepting these factors as part of the illness 
profile made the participants reluctant to endorse them. This added further 
complications to the parental development of illness representations.
The third and final area to emerge from the transcripts was the parental attempts to 
cope with the impact of the pain in terms of supporting their child with rehabilitation, 
adaptations of parenting styles and familial responses to the severity of the pain.
4.2 The Battle for Agency
It was clear from the transcripts that the parents who participated in this study were 
striving for an understanding of their child’s condition, both in terms of a name by
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which to call it and a clear understanding of what that label meant. There were 
varying degrees of how far this had been achieved but the overall story was one of 
confusion, frustration and continued searching. The length of time to gain a diagnosis, 
the perceived reluctance of the professionals to take the pain seriously, receiving 
different diagnoses, observing disagreements between health professionals plus the 
perception that the problem was rare and unknown, all contributed to the aversive 
experience.
The difficulty of treating paediatric chronic pain has been frequently reported and 
Zeltzer, Bursch and Walco (1997) state that health professionals need to be watchful 
for family anxiety given the length of time it takes to gather the relevant 
biopsychosocial history and investigations in order to formulate a treatment plan. 
Whilst the investigations take place, they see the main role of the physicians as one of 
providing containment and support for the families. Melmed (2001) discusses the 
concept of ‘Iatrogenic^ Anxiety’ whereby the stress related to the patient-doctor 
contact, the medical investigations and in some instances, the treatment itself becomes 
part of the presenting clinical picture. He views this as particularly relevant when the 
symptoms themselves are in some way related to anxiety, and anxiety regarding the 
symptom precipitates the next attack. “This cycle may cause a deterioration of the 
patient’s condition, leading to the mistaken assumption that the clinical course 
represents progression of an underlying pathological process” (p.26).
Lack of appropriate information regarding the symptoms or the absence of appropriate 
reassurance are aspects which Melmed views as potential contributors to creating an 
iatrogenic anxiety state. The stories given by participants from this study suggest that 
the families’ experiences have been one of ‘anti’ containment. The underpinning 
mechanism being conflicting information, perceived anger and hostility from medical 
professionals and unnecessary complications and delays in obtaining treatment. If 
pain is to be understood from a multiple perspective, the anxiety and frustration within
‘ Iatrogenic -  “A  disorder produced by the physician. The term is used generally to refer to an 
abnormal condition, physical or mental, caused by the effects o f  attempts at treatment” (Reber and 
R eb er ,2 0 0 1 ,p .3 3 6 )
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the family provide a backdrop for the exacerbation of the child’s pain experience. The 
reports given by parents about finally receiving care that allowed them to ask 
questions at length and feel both supported and believed gave some insight into how 
this helped them gain emotional strength. The quality of the doctor-family interaction 
helped reduce anxiety and frustration.
4.2.1 Clinical Implications
Although the journey to access specialist care had been fraught with difficulties for 
these families, on obtaining it, the majority had found the containment, information 
and treatment that they had been hoping for. However, all the families lived an 
unmanageable distance from the tertiary service and previously experienced 
difficulties were kept alive through the necessity to access local services for ongoing 
regular treatment, particularly physiotherapy. As physiotherapy and hydrotherapy 
were perceived as the most important aspects of their daughters’ treatment, failure to 
access this service maintained the feelings of frustration, anxiety and anger. 
Disagreements regarding the diagnosis, refusals for treatment and even local service 
failure to respond to specialist service correspondence added to this further.
The parents often perceived that the health professionals held a negative opinion of the 
family and their child’s pain. Their stories indicate a perception o f anger and 
frustration on the behalf of the professionals. From an anecdotal clinical level, this 
can certainly be the case and might be a reflection of the impotence health 
professionals feel when faced with an apparently inexplicable and persistent problem 
that is brought by anxious, frustrated and angry families. The reported failure of local 
services to respond to specialist service correspondence gives some indkation of the 
reluctance of local services to receive the family back for treatment following referral 
to a specialist team.
Given these difficulties with local service provision, a crucial part of the intervention 
provided by the specialist service should be to establish strong liaison links with the 
referrer. Once assessment has taken place, specialist services should be striving to 
provide education and support for local services with the ultimate goal of handing
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care, in its entirety, back to them. Disagreements could then be addressed and 
treatments such as regular physiotherapy might be more accessible locally. Additional 
stressors, both in terms of financial and time burdens, would be reduced if families did 
not have to travel so far for what does not need to be a complicated treatment package. 
Specialist services could nominate a liaison worker whose role would be to visit 
referrers and local teams to discuss care plans and provide education. In this way, 
information regarding health problems which are a result of the interaction between 
mind and body would gradually be disseminated and might serve to prevent other 
families presenting at the beginning of the journey from experiencing the difficulties 
described by the participants in this research.
4.3 The Mind-Body Split
The majority of the participants who had developed an understanding of why their 
child was experiencing pain had arrived at a medical understanding and were rejecting 
of a psychological component. Exploration of the perceptions regarding a 
‘psychological component’ revealed that as a word it meant ‘imaginary’ or ‘all in the 
mind’. This has been noted in previous studies (e.g. Chalder and Williams, 1997). 
Consequently, the label of psychological pain led them to feel dismissed by health 
professionals and for some even meant that further medical treatment was not offered 
initially. In this way, the medical profession might have further reinforced the parental 
beliefs regarding the meaning of ‘psychological’ pain by failing themselves to 
conceptualise pain as a result of interacting mind and body factors to produce a ‘real’ 
problem.
Given the perceived dismissal of the pain following the label of ‘psychological’ pain it 
is unsurprising that parents felt the need to prove the pain. The severity of the pain 
was seen by some parents as an indicator that there had to be a medical explanation for 
it as nobody could ‘imagine’ pain to be that intense. The constant need to prove the 
presence of pain and emphasise its severity was apparent throughout all the transcripts. 
It could be hypothesised that the tendency to remain ever-vigilant of the pain in order 
to prove its existence both to themselves and the health professionals can only further
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exacerbate the clinical picture. The disbelief shown by the medical professionals and 
the tendency of the families to feel pushed to shout ‘pain’ louder and louder might be 
another example of an iatrogenic exacerbation of the problem.
4.3.1 Clinical Implications
Whilst this research does not allow insight into the beliefs of the medical profession 
regarding chronic pain for which the pathophysiological reason is unclear, the 
responses of the participants suggest that for non-specialised services the divide in 
conceptualising disorders as either purely physical or purely psychological appears to 
persist. There is a growing body of evidence to support that the biomedical approach 
to understanding illness is failing to explain the health complaints o f the general 
population. In 1989, research by Kroenke and Mangelsdorff (cited in Nimnuan, Rabe- 
Hesketh, Wessely and Hotopf, 2001) found that only 16% of a new intake of 
outpatients at a medical clinic in the USA had a clearly defined organic cause for the 
symptoms they , were experiencing. Similarly, Van Hemert, Hengeveld, Bolk, 
Rooijmans and Vanderbrouke (1993; cited in Nimnuan, et al., 2001) found that 52% 
of patients at a Dutch outpatient clinic were experiencing symptoms for which no clear 
organic pathology could be found.
In addition, there is a vast body of research literature indicating the influence o f 
psychosocial variables on the outcome of diseases for which a clear biomedical 
explanation does exist, such as Myocardial Infarction, Cancer, Asthma, Diabetes 
(Hemmingway and Marmot, 1999; Levy, Herberman and Lippman, 1991; Innes, Reid 
and Halstead, 1998; Gil, Lucas and Kent, 1996). Yet despite this, the participants’ 
experience of local services provides some evidence to suggest that this way of 
conceptualising and maximising health care has not filtered down into generic medical 
teams.
It is clear that part of a clinical psychologist’s role is to disseminate information, both 
at the clinical ‘grass-roots’ level, carrying out workshops and training days for other 
involved health professionals, but also at a wider level where it might impact on 
medical training and the design of services. One way of achieving this might be
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through publishing research in medical as well as psychological publications. There 
appears to be a need to encourage the debate on holistic biopsychosocial thinking of 
all health problems in order to move away once and for all from the separation of the 
mind and the body. Given the amount of research that has gone into this area perhaps 
the drive has to be less about carrying out research to prove the implications of 
psychosocial factors and more drive to incorporate psychosocial factors into general 
medical training.
4.4 Coping
‘Coping’, as a theme can cover a myriad of different topics but three areas in particular 
stood out from the transcripts. These were the parental beliefs regarding the need to 
balance rest and activity, their insight into changes o f parenting style that had occurred 
as a result o f the pain and the perception of the pain as being severe and 
uncontrollable. Given the existing knowledge base of chronic pain, all o f these areas 
appeared pertinent as factors which might maintain or exacerbate the pain problem.
4.4.1 Rest and Activity
Clinicians have argued that the parents’ understanding of pain is modelled on acute 
pain and as such they deal with their child’s symptom by encouraging protection and 
rest for the pain source in order to maximise recovery (Bursch, Walco and Zeltzer, 
1998). The transcripts indicate that the parental beliefs partly relate to this but are, in 
fact, more complex. All the parents perceived activity and using the injury site as 
essential for increasing mobility and preventing further deconditioning. The pain that 
this produced, however, meant that despite knowing and understanding this, they also 
held the belief that exercise made symptoms worse and were hence likely to encourage 
their children to rest and protect themselves. For some, this paradox was explicitly 
understood and they struggled to find a balance. This finding was consistent with 
previous research that management strategies adopted and compliance to treatment 
relate more to the personal experience o f the condition, which is usually determined 
by the symptoms (Lacroix, 1991; Pennebaker and Watson, 1988).
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4.4.2 Clinical Implications
In order to overcome the dilemma posed regarding the balance between rest and 
activity and whether to encourage their child to exercise regardless of the pain, parents 
considered consistent and regular physiotherapy assessment and treatment the most 
helpful. It is worth acknowledging that the treatment approach of encouraging graded 
exercise not only requires children to carry out something which causes pain but also 
asks them to commit to a regime that many individuals without pain might struggle to 
maintain. Incorporating exercise into a daily routine often means a change in lifestyle, 
and in the case of children, a change in family lifestyle. In addition to providing 
ongoing encouragement and support that correct exercise will not worsen the 
condition, motivation regarding ‘change’ might need to be addressed, particularly in 
terms of carrying out something considered unpleasant or difficult to engage with. In 
this way, it might be helpful to incorporate motivational enhancement techniques 
(Prochaska and DiClemente, 1986) as part of the treatment package if the formulation 
implicates such difficulties. Multidisciplinary team working, especially joint clinical 
psychology and physiotherapy sessions may be the most successful approach.
4.4.3 Changes in Parenting Style
It was evident from the transcripts that parental attempts to care for and support their 
child through the pain led to interaction patterns implicated in the reinforcement of 
illness behaviours (Walker and Zeman, 1992; Walker, Garber and Van Slyke, 1995). 
The tendency to compensate for the child’s suffering led to the relinquishment of them 
from household chores, the provision of treats and less severe punishment for bad 
behaviour.
4.4.4 Severity and Uncontrollability
A sense of control over symptoms has long been attributed to both better emotional 
adjustment and level of daily activity (Seville and Robinson, 2000). It was clear from 
these transcripts that the majority of parents felt that neither anything they nor the 
child could do would impact on the severity of the pain or the overall outcome. The 
severity and the uncontrollability seemed to lead to parental over-involvement and 
daily vigilance in order to protect their children from further pain. It appeared from
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the parental stories that the home environment became centred around the pain 
experience, firstly from the apparently unending battle to reach an understanding for 
what was happening and obtain appropriate treatment, as discussed above, but also 
from a constant vigilance of the pain and its consequences.
4.4.5 Clinical Implications of Parenting Styles and Perception of Pain Severity
Multiple subtle variables appear to be in operation within these families which do not 
present as ‘psychiatric’, such as level of parental solicitness leading to the 
reinforcement of illness behaviours, over-vigilance of pain and beliefs regarding pain 
controllability. It might be that it is the magnitude and combination of functional 
coping strategies that alter normal adaptive responses into pain maintaining variables. 
Melmed (2001) talks about the need to move away from conceptualising people who 
present with these problems as having particular personality types and to begin to 
understand the factors which can lead a ‘normal’ person to experience somatization.
In this way, engagement with families becomes more about optimising their strengths 
and helping them support adaptive parenting strategies. Bursch, Walco and Zeltzer 
(1998) discuss the necessity for addressing family interaction patterns when families 
with these kinds of problems present even if the family appears to be coping well. In 
terms of this research, this makes sense given the family psychological variables 
appear to be ones of too much support, too much care, too much protection and too 
much involvement.
Some parents were able to think about psychosocial factors when encouraged to 
explore it further. With a burgeoning interest of a psychological perspective within 
the media (Gardner, Briggs and Herbert, 2002), clinicians could use this trend to 
encourage clients to engage with this approach. Currently, there is something about 
the way psychology is presented which portrays it as pejorative, dismissive and 
pathological. An alternative approach would be to present a psychological approach 
as one of maximising individual potential through fostering strengths and exploring 
weaknesses, much as a sports psychologist would with an athlete, to improve esteem, 
functioning, focus and control.
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4.5 Summary of Findings
In order to understand the individual experience of physical pain, regardless of 
whether it has a definite and demonstrable organic indicator, multiple factors 
operating on many different levels need to be taken into consideration. The results of 
this research suggest that the interaction between families and the medical system is an 
additional factor influencing the maintenance and the exacerbation of the child’s pain 
problem. The process by which this occurs has been presented diagrammatically in 
Figure 4.5.1.
F ig u re  4.5.1 The iatrogenic con trib u tio n  to m usculoskeletal ch ron ic  pain  in ch ild ren
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investigations, health professional disagreements and difficulty accessing treatment 
leads to a lack of family containment. The family environment then becomes
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characterised by increased anxiety, anger and frustration in an already vulnerable 
family. The parents become ever-vigilant of the child’s pain as they try to prove its 
existence by its sheer severity. The attempt to compensate for the experience and 
support the child leads to both the positive and negative reinforcement of the pain. 
These factors may well impact on the child’s pain experience including cognitive 
appraisals, coping strategies and illness behaviours.
5. Strengths and Limitations of the Study
5.1 The suitability of the research design
To establish the strengths and limitations of the qualitative research design used in this
study, it is necessary to consider what the advantages and disadvantages a quantitative 
research approach might have had. One limitation of the chosen research design is 
that IP A dictates a small number of participants so that the data set remains a 
manageable size for analysis. This means that it cannot be stated that the findings 
universally apply to all parents who have a child with musculoskeletal chronic pain 
syndrome. The application of a quantitative method for example, whereby 
questionnaires are distributed, would have allowed for a larger number o f parents’ 
views to be collected. One such questionnaire, which might have been suitable had 
this approach been used, is The Illness Perception Questionnaire (Weinman, Petrie, 
Moss-Morris and Home, 1996). This questionnaire explores the illness beliefs held by 
an individual and how they relate to illness behaviours. It has been shown to have 
good reliability and validity for an adult population (Weinman et al., 1996). For the 
purpose of this study, the questionnaire would have needed adaptation in order to 
address the parental beliefs regarding the child’s pain and validation and reliability 
would need to be ascertained for this new measure.
However, the main limitation of a quantitative approach as outlined above is the
inherent inflexibility in the use of a structured questionnaire. Chronic pain in children 
is an area that has received little research attention therefore it was considered 
important at this stage to take an explorative approach. Given the results, it appears 
that this was the appropriate research design as it yielded valuable information
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regarding the process of forming illness representations. This appeared to be a crucial 
aspect for the families interviewed. Had a more structured way of collecting data been 
used, the parental accounts regarding the struggle to obtain and comprehend the 
information needed in order to form illness representations might have been 
overlooked. As this appeared to be one of the dominant stories to emerge from the 
mutual experiences of these families, to not have obtained this insight would have 
been denying them a central experience.
5.2 The role of language
The use o f IPA makes the implicit assumption that the language provided by the 
participants during the interviews reflects their individual experience. IPA has been 
criticised for this assumption as theorists have argued that language can never truly 
describe experience but rather constructs it according to the meanings of the words 
used (Willig, 2001). Hence the representational capacity o f language is limited with 
regard to communicating thoughts and feelings. Nevertheless, the selection o f and 
composition of words chosen by the participants expresses their personal verbal 
reconstruction o f events. In could be argued that this itself provides a ‘live’ 
representation o f the experience that may prescribe and shape their conceptualisation.
5.3 The participants
The database at the tertiary service where the research was undertaken was poorly 
maintained which meant that it was not possible to use this in isolation to generate the 
names of potential families for this research. Consequently, clinicians were 
approached to recall families who fitted the inclusion criteria. In terms o f the 
representativeness of the families who took part in this research as compared to all the 
farnilies attending the clinic this method of recruitment may have led to a potential 
bias in one of two directions. Firstly, clinicians may have been more likely to suggest 
a family who was satisfied with their treatment and progressing well. Alternatively, 
families who were particularly distressed regarding their treatment may have been 
more easily recalled by the clinicians and put forward for the study so as to provide 
them with a space to ‘off-load’ their grievances. However, the content o f the 
interviews suggested that, whilst there were overarching shared experiences of those
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who participated, there was a degree of variation in the satisfaction with the tertiary 
service. Hence, it was likely that the participants were a representative sample of the 
patient group. In addition, a high proportion of the potential participants (9 out of 14) 
agreed to take part and this suggests that the participants were unlikely to be a self­
selected sample.
5.4 Involvement of Fathers
Earlier literature has dismissed the necessity for involving fathers in research 
regarding child pain (Bonner and Finney, 1996) due to some research evidence that 
mothers have more influence than fathers on the pain beliefs and behaviors of children 
(Walker and Zeman, 1992). However, little research has been done to confirm this. 
The fathers interviewed in this study were keen to take part and share their opinions. 
Indeed, the transcripts gave insight into the fathers’ involvement at all levels such as 
attending hospital appointments and providing encouragement, support and advice. To 
rule out fathers in this kind of research is to rule out a large and important influence 
for the children and it was a strength of this research that they were included.
5.5 Interviewing the parents together
Had the study been about the emotional impact o f having a child with chronic pain, or 
the impact on the marital relationship then it might have been more appropriate to 
interview the parents separately. This would have allowed the parents to provide 
personal accounts without the fear of revealing previously unexpressed or sensitive 
information to the partner. However, as the aim of this study was to look at how 
parents made sense of the pain it appeared appropriate to interview them together so as 
to gain insight into the shared belief system complete with disagreements and 
contradictions. The interviews revealed that the parents appeared to reach a 
collaborative understanding of the pain. This was demonstrated through the reciprocal 
process of telling the ‘pain’ story. The parents would often finish each other’s 
sentences and there was little evidence of disagreement during explanations.
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6. Areas for Future Research
The findings of this research suggest a number of potential areas for further research.
1) This research would be further enhanced if a parallel qualitative study was 
carried out exploring the beliefs and understanding of health professionals regarding 
musculoskeletal chronic pain syndrome in children without demonstrative organic 
pathology, particularly General Practitioners (GP) and local Rheumatology services. 
This would allow for the exploration of the concerns that parents had regarding the 
disbelief and dismissal by health professionals of non-organic pain problems.
2) A study to explore the consultancy process could be designed using both 
qualitative and quantitative measures. A likert scale could be developed to measure 
aspects of satisfaction for parents leaving the consultancy session. This could include 
to what extent parents felt reassured, informed and satisfied with the 
recommendations. A number of different consultants could have their sessions 
recorded so as to provide a range of styles. This data could then be subjected to 
qualitative analysis to explore ways of giving information and providing support. This 
information could then be examined alongside the quantitative measures to determine 
what factors are predictive of high and low satisfaction.
3) The parents of children who recover from MCPS (or those who regain full 
functional ability despite the persistence of some pain) could be compared with 
parents of children who remain functionally impaired with high levels of pain to 
explore for any differences in the illness representations. This would look for 
psychological predictors of recovery.
4) Conversely, it may be possible to do a prospective study comparing outcome 
for families who have psychological interventions addressing the process of unhelpful 
illness representation development with those who receive standard care.
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5) Given the area of service development identified in section 4.2.1 of a liaison 
worker responsible for co-ordinating the treatment between services, future research 
may involve a pilot study investigating its efficacy. Outcome measures may include 
the level of child pain severity and functional ability plus emotional adjustment for 
both the parents and the child.
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Appendix 1: Interview Schedule
Introduction
Thank you for agreeing to be interviewed for this research project. I shall be asking 
you questions about your child’s chronic pain. Do you have any questions before we 
start?
Questions
1. I would like to start off by asking you to describe the pain that your child suffers 
from.
What name do you give it within the family, how do you refer to it when you talk 
about it with each other?
If you are talking to a new acquaintance about the pain what name do you give it? 
How do you make them understand what your child suffers from?
2. Have you reached an understanding of how your child came to have the pain? 
What do you think the primary cause was?
Has your understanding of the pain and its cause changed over time?
If so, what do you think has caused that change in understanding?
Do all the members of your immediate family have the same understanding of the 
cause? What does your child make of it? Siblings? Parents?
If there are differences of opinion, how do you make sense of these within the 
family?
3. How did the pain affect the child when it started? Can you provide me with a 
specific incident to illustrate this?
How did it affect the siblings at the start? Can you provide me with a specific 
incident to illustrate this?
How did it affect you the parents at the start? Can you provide me with a specific 
incident to illustrate this?
Has this affect changed over time for the child / the siblings / the parents? Provide 
examples.
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And right now, how is it affecting the child / siblings/ parents / family as a whole? 
Provide examples.
4. I’m interested in the course of the pain.
Have you noticed any changes in the pain during the time your child has had it? 
Has it come and gone at all? If so, can you give me an example? How have you 
the parents made sense of these patterns? How do you think your child has made 
sense of these?
What makes the pain better on a daily basis? Can you give me some examples?
What makes the pain worse on a daily basis? Can you give me some examples?
Do you have any thoughts of how long the pain may persist for? Have these 
changed over time? What does your child think about this? And the siblings?
5. Do you have any thoughts regarding what may bring about a complete recovery? 
What would need to happen for this?
Who would need to be involved?
Have you had any thoughts about things that may potentially hinder recovery?
Is recovery something you discuss as a family? What do you think your child 
would say about this? And the siblings?
Have your thoughts regarding recovery changed over time? If so, do you have a 
sense of what has changed your ideas?
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Appendix 2: Letter to parents
Dear
We are continuing to increase our understanding of chronic pain and wondered if you 
would be willing to meet with us to complete an interview about your child’s 
condition. We are happy to either meet with you here at the or, if this is
inconvenient we can travel to your home to carry out the interview. We enclose an 
information sheet describing our project and will be telephoning you in one week’s 
time to see if you would be interested in helping us with this project.
With kind regards.
Yours sincerely.
Trainee Clinical Psychologist Consultant Clinical Psychologist
(Adolescent Services)
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Appendix 3: Information Sheet for Parents
Study Title: Parental beliefs regarding musculoskeletal chronic pain
syndrome.
We would like you to consider being involved in this research project. The aim of the 
project is to explore how parents make sense of the pain that their child suffers from. 
Parents are crucial figures in the treatment of young people and as such we are 
interested in their thoughts and opinions.
This study would involve carrying out an interview with you, which will be guided by 
a list of questions we would like to ask. The interview will be recorded on an audio­
tape so that the information you provide us with can be analysed at a later stage. The 
tapes will then be destroyed. The kind of questions we would like to ask you will be to 
do with how you think your child developed the pain and what may help the pain to 
go away. The interviews will last between 40 to 60 minutes and will be carried out by 
, Trainee Clinical Psychologist.
You do not have to take part in this study if you do not want to. If you decide to take 
part in this study, you niay withdraw at any time without having given a reason. Your 
decision to take part or not will not affect your care and management in any way. If 
you have any query at any time regarding the study you can contact Dr
All proposals for research using human subjects are reviewed by an ethics committee 
before they can proceed. This proposal was reviewed by the joint UCITUCLH 
committees on the Ethics of Human Research.
Thank you. Your help is very much appreciated. 
Yours sincerely.
Study Investigators
Dr , Consultant Clinical Psychologist
, Trainee Clinical Psychologist
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Appendix 4: Consent Form for Parents
Study Title: Parental beliefs regarding musculoskeletal chronic pain
syndrome.
1. You have been asked to take part in some research. Have you read the 
information sheet regarding this research?
2. Have you been given the opportunity to ask questions and discuss the study 
before deciding whether you participate?
3. Have you received satisfactory answers to all of your questions?
4. Do you think that you have received enough information about this study?
5. You are free to withdraw from this study at any point without giving a reason. 
This will in know way affect the treatment that your child is receiving.
6. Do you agree to participate in this study?
CONSENT
I ------------------     agree that the research project named above has been
explained to my satisfaction, and I agree to take part in this study. I have read both 
the notes written above and the Information Sheet about the project and understand 
what the research study involves.
SIGNED---------------------------------------------------------  — -------------Date-
SIGNED (Researcher)--------------  — Date-
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Appendix 5: Helen and Peter’s transcript
Mother - Helen
Father - Peter
Daughter - Joanna
I - Interviewer
* * * * * * * * * * * * * * * * * * * * * * * * * * * * * * * * * * * * * * * * * * * * * * * * * * * * * *
Well, first of all, thank you so much for coming along today to talk 
to me. Before we start I wondered if you had any questions about 
what we are going to be talking about today?
No
No, I’ve just got an open mind about it and that’s it.
Great, thank you. I ’d like to start off by asking you to describe 
Joanna’s pain to me?
Well I think its very frustrating, the pain, for her because she was a 
very active child before she had any problems and she did get very 
frustrated, she still does get frustrated doesn’t she? Um, how the pain is 
for her?
She gets it in her back.
Lower back 
Her shoulder.
Hips
How long has she had the pain
Getting on for three and half years 
Three and a half, four years
And how did you come to have the referral to the
1. I:
4. M:
5. F:
6. I:
8. F;
12. I;
13. F:
14. M:
15 F:
16. M:
17. I:
18. F:
19. M:
20. I:
21. F: That was a very long-winded drawn out affair. Um she, when her pains 
initially started we took her to an osteopath, and she’d been seeing an 
osteopath for the best part of a year I would guess. He then said that 
did we realise that she was hypermobile? We said no we didn’t and it
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just so happened that Helen’s (wife) mum virtually that day picked up 
something from the hospital that she goes to because she suffers with 
rheumatoid arthritis, something about hypermobility.
28. M: And my mum’s also been told that she’s got hypermobility in her back
so from then we basically went on the internet and tried to find out as 
much as we could about it.
31. F; The things that we found on there sounded very much like Joanna and
we went back to our GP and explained it all to him. He was very 
reluctant, um very dismissive really of what we were saying and we 
had to really push for him to do something about it and I think, well, its
only because we insisted that we actually got her referred to th e ---------
- ,  well it was t o -----------------initially
37. M: Yes
38. F: to see Professor but only because we were pushing for that.
39. M: Before that, she had, when she did have the pain, she had been in
hospital locally and they just said it was psychological, and there was
nothing wrong with her.
42. I; Was that before or after seeing the osteopath?
43. M: Before, yeah, we went to the osteopath because we weren’t getting help
from our doctor basically.
45. F: It wasn’t only the doctor, it was all the consultants that we did see at
the time they said there was nothing wrong with her and it’s all 
psychological.
48. I: What was that like for you?
49. M: Terrible!
50. F: Because you know that it’s not psychological, you know, we know our
daughter. The consultants just...
52. M: .... didn’t listen, wouldn’t listen to us. They said it was psychological,
there’s nothing wrong with her.
54. F: She actually saw a couple of psychologists
55. M: And she saw a psychiatrist who was very good, she said there was
absolutely nothing psychologically wrong with her. Um so we, they 
had to listen to us, because it had been proved that there was nothing 
psychologically wrong um, and that’s how we got the referral. But it 
was a very long, very long process...
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60. I: And how long would you say that process took?
61. F: Uh when she initially went into hospital and saw the consultant and he
said basically its psychological and we saw, we came back here and 
getting on for two years.
64. M: Two years
65. I: So what name do you give it now, what she’s got?
66. F: She’s got hypermobility syndrome which is um excessive movement in
the joints, trouble with her sort of muscles and ligaments so she’s got to 
strengthen all those up, well the muscles, to try and support the joints, 
so she can’t, well so she doesn’t over-stretch the joints, so she can cope 
with it better
71. I: And is that the information you’ve been given through coming up
here?
73. F: Yes, it is really
74. M: Yes
75. F: And through the internet site because they have, there is a
hypermobility syndrome association that have this internet site that you 
can go on to every now and again and you can pick up all sorts of good 
stuff on there and you actually get people who send in emails, and 
they’re describing their problems and you can see that they’ve got 
exactly the same problem as you, they’ve gone through the same 
distress that you’ve gone through. It is quite, well you can see that 
there’s other people like you about.
83. I: So it sounds like over time you have come to understand the pain
that she’s got. How have your feelings over time changed as you 
have reached that understanding?
86. M: We’re not as frustrated about it as we were because we now know what
is wrong.
88. F: We still get our frustrations though.
89. M: Yeah, F suppose that we’ve accepted that this is how she’s going to be
on and off
91. F: If you see her now she’s not too bad
92. I: What are the frustrations now based around?
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93. M: Sometimes not getting the help we think she should be getting, I think
basically. I think its due to lack of funding.
95. I: Could you tell me a bit more about that?
96. M: Um well..
97. F: Well, talking bluntly, initially when she had her second visit to the
 Hospital we were told that when she did come out she’d be having
fortnightly checks with the physio people at th e  and that never
materialised, it turned out. I’m sure because of lack of funding that 
basically they were only managing to see her every couple of months. 
So she’s not getting that locally within the community cos the physio 
department is so short staffed, there’s only one person virtually in the 
whole area to deal with people like Joanna. There were two but one 
left.
106. M: Yeah, they’re hoping to replace them soon but at the moment
there’s only one doing two lots of work so she doesn’t get 
hydrotherapy
108. F: So we try to do what we think is best for her but we weren’t sure half
the time what we were doing was good or bad for her. You went to 
sort of push her to try to do more exercises or when she should be 
resting.
112. I: Do you feel you have a clearer understanding of that now?
113. M: Yes, yes
114. F: Clearer, yes
115. I: Can you just talk me through that?
116. F: Well I think a lot of it really is down to Joanna, she’s got to learn for
herself what exercises she can do and her body will tell her when she’s 
done too much and at that point she’s got to rest, not completely rest 
but she’s still got to do what are her daily exercises but not to over do 
things.
121. I: And how do you support her in that?
122. F: Just be there for her really, try and encourage her
123. M: Encourage her to go swimming and things like that. Make sure she
does her exercises but she’s very independent so she tends to do that 
herself, you know, she doesn’t want us to be, um yeah basically.
126. I: I wonder what it must he like if you see that she’s struggling but
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you know that she needs to keep the momentum of the exercises, 
how do you deal with that?
129. F: With just encouragement really, its very frustrating for us to see her
worrying, in the earlier days it was very rough you know to see how 
she was because we didn’t know what was going on but you’ve just 
gotta get on with it to be honest. W e’ve got two other children so that 
probably helps because they can sort of take the mickey out of her 
perhaps and get to..(interrupted)
Normal daily life
What do you think it’s been like for them?
135. M:
136. I:
137. M:
138. I:
139. F:
140. M:
Has that always been the case?
Yeah I think so.
I think so, yeah because, Simon was, Simon’s 7 and James is nearly 12 
so I suppose, Simon just accepts things anyway but James perhaps it 
may have been a bit hard for him as we weren’t there perhaps when we 
had to take her to hospital or something like that in case, and he’d have 
to be looked after by his grandparents.. He’s ok
145. I: I want to go back to what you were saying earlier about not getting
the services that you felt she needed. What else would you have 
liked to have happened?
148. F: When she saw this one consultant who straight out he said there’s
nothing wrong with her it’s all psychological, ever since that step, 
obviously its been passed on to our GP my feeling is that the GP just 
took for granted what the consultant said and said ‘right he said that, it 
must be true’
153. M: In fact he actually said to us that he’d never known him to be wrong so
he never actually listened to what we had to say and when he got back 
the letter from Professor actually saying what was wrong with 
Joanna he did say that you know if we wanted any help he would be 
there cos he then realised that it wasn’t psychological it was something 
else and he did say that in thirty-five years of being a GP he had never 
seen anything like Joanna so.
160. I: How did that leave you feeling?
161. F: Not too bad really. We haven’t really been back and spoken to him
since Joanna got diagnosed. I’m sure he was saying it in the best 
interests
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164. M: I’m sure we could go to him, if we needed help he would help.
165. I; Tell me about the contact with the psychologist and the
psychiatrist?
167. F: Well that was all, she had one session initially when she first went into
hospital, this was in the local hospital, she went in for a week and as 
part of the, when she left they said she needed a few weeks of seeing 
this psychologist/psychiatrist, forgotten what he was called, just to see 
if there were any sort of underlying problems or anything he could help 
with. They were basically a total waste of time!
173. M: He said he was there to encourage her as well not just what was wrong
but he did I think in the end it was the case that whatever was there had 
gone which to us means that there might not have been anything there 
in the first place! Which there wasn’t so....
177. F: Then we saw another consultant and he recommended that she went up
and saw some other psychologist. This was about 18 months after 
she’d come out of hospital the first time and he suggested she went up 
and saw another psychologist that he knew, he just gave us this name
of somebody to contact. And we took her down to see this lady, and
she said no, there’s absolutely nothing wrong with her at all, she’s 
perfectly normal, and they don’t know what they are talking about 
basically. She wanted to write quite a strong letter back to them saying 
why have you sent this child to me, your wasting my time andjhat was
that. Then the only other psychologist that she’s seen was in th e --------
  when she came in and I think they had a bit of clashing of
personalities
188. M: Personality clash. That didn’t go very well.
189. I: How many times was she seeing her?
199. F: She was seeing her once a week and she came here for 4 weeks so she
saw her at least 4 times um and we saw her before she was admitted 
when we were looking around the unit and we chatted with her then 
and we’ve seen her a couple of times since but I think that side of 
things I think has been a complete waste of time
204. M: Joanna doesn’t think she got anything out of it
205. F: In the end I think it became a battle of wills between the two, so
nothing came of it. What Joanna needed was the physiotherapy and the 
hydrotherapy to sort of get her joints going. I guess that’s part of the
procedures at t h e ------------that they have this psychologist. It must
work for some people but in our case didn’t.
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210. I: Do you have any idea why a psychologist might be involved?
211. M: Yeah, with Joanna it was to keep her motivated and to help with her
pain, it was to help her um pain management, it was supposed to be 
like a pain management but when she actually did see her it wasn’t, it 
was more like asking her personal questions which Joanna 
didn’t..um..didn’t...
216. F: .. didn’t see the relevance of really
217. M: You know, it didn’t, it wasn’t what we thought it was going to be. We
thought it was going to be to help overcome the pain um
219. F: What it sounded like was that they were looking into the family life to
try and find something that was wrong behind the scenes with the 
family which was causing the problem with Joanna, you know, where 
she was um, beating the wife up every day or something, uh, things like 
that.
224. I: You’ve talked about the hydrotherapy and physiotherapy -  has
that been helpful?
226. F: oh yes, definitely.
227. M: Yeah, yeah, definitely
228. I: What changes have you seen using that?
229. F: Well basically just getting her up on her feet when she couldn’t walk.
When she came in for four weeks in the Middlesex she came in she 
was in a wheel chair, she could just barely crawl really. With the 
~ physio and the hydro that she was doing that got her gradually back up 
on her feet and at the end of the 4 weeks she was virtually walking.
234. M: And also they’ve given her exercises and she does that twice a day,
morning and the evening which sort of um keep her muscles 
strengthened and I think that is being a good help because it just keeps 
her going rather than just relying on sort of physio, going to the 
physiotherapist, she’s actually doing that at home the exercises and I 
think that’s whats helped a lot. What they gave her in hospital, certain 
set exercises
241. I: And what else have you found that helps relieve the pain?
242. M: She uses a tens machine and that’s been really good and she’s got some
relaxation and cassettes, she’s got some C.D.s that she listens to I don’t 
know if they help at all
245. I: Anything else?
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246. M: I think she’s gradually getting used to it as well, I think the fact that
she’s getting used to the pain.
248. I: Can you tell me a bit more about that?
249. M: Um
250. F: She’s actually not so worried about it now because she has just come to
accept that she’s going to have pain there as part of her body so, I can 
only imagine what its like, but if I get any pains if it lasts for any length 
of time in the end you do get used to it so if she’s had this going on for 
a few years you do just get used to it and learn to cope with it probably.
255. I: So there’s something about coming to terms with it being ongoing
that makes it less., (interrupted)
257. M: I think so, yes
258. I: Do you know of anything that makes it worse on a daily basis?
259. M: Perhaps by the end of the day, when she’s tired, if she’s been at school
all day, usually by the end of the week she’s usually worse um so
261. F: yeah
262. I: Anything else?
263. F: No, because with her pains she wouldn’t, I suppose, if her shoulders
were hurting she would just rest her shoulders, wouldn’t she. If at the 
end of the first day she was out and her shoulders were first hurting she 
wouldn’t go out and swing a tennis racket around or anything like that 
she just sits and rests and perhaps over the next couple of days she 
would gradually start freeing up the pain and moving her joints causing 
the pain.
270. I: And over the time that she’s had it have you noticed a particular
pattern in it?
272. F: No
273. M: No, it’s just constant really isn’t it? She’s constantly in pain. No
pattern at all
275. F: Her backs continually hurting her, isn’t it
276. M: Yeah, 1 suppose if she over does things, if she does too much exercise
then its hurting her more, she gets more pain doesn’t she and that’s 
when she knows she’s done too much and she’s got to rest then
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279. I:
282. F:
283. M:
284. I:
285. F:
286. M:
291. I:
292. M:
295. F:
296. I:
297. F:
298. M:
300. F:
304. I:
305. F:
So it’s been fairly constant over time but now that she’s coming to 
accept it she’s getting more used to the pain and causing less 
distress.
yes
yes
What was she like when she first had it?
Um
When she first had it they didn’t think anything was wrong the thought 
it was psychological, therefore it was very frustrating because she was 
in a lot of pain um which was quite upsetting for her then because 
people wouldn’t listen to her, therefore the pain, she was in a lot of 
pain, she was being made to do things that made it even worse.
Such as?
Well getting her up on her feet and making her walk when her back 
was really hurting um and being told that you can do it, there’s nothing 
wrong you can get up and walk and she was in pain
And she just wouldn’t do it
How has it affected friendships for her?
She seems very friendly with a big circle of friends at school
Yeah, they just accept how she is, that she’s in a wheel chair, they just 
accept her for what she is
I think she may be missing out on things where perhaps other children, 
adolescents will go out somewhere to the pictures or something like 
that they possible think oh Joanna’s in a wheel chair she can’t get there 
we won’t ask her. Generally she’s kept all her friends hasn’t she.
How often does she use the wheel chair?
Its dependent on how she is. She’s very up and down, she might go a 
couple of months when she’s in the wheel chair and then another 
couple of months when she’s OK and then back in the wheel chair for a 
while. But with talking with the consultants that’s how it is with her 
condition you have your good time and you have your bad times and 
you just try over time the bad times gradually start reducing and make 
the most of while she’s
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312. I; So it sounds like you think it could go away if the bad times get 
fewer and fewer?
314. F: Yes, I don’t think it will ever go away because the condition she’s got
she will always have it but the exercises and everything she’s been 
taught to do that is helping her long term
317. I: Is that how you see it?
318. M: Yes. Yes she’s got to keep her muscles strong to keep her joints
together otherwise the say the ligaments get pulled, really to make sure 
that the muscles don’t get pulled we did get told that once she was 
fully grown then she could build her muscles up better because she’s 
till growing at the moment um. I’m not, I mean, they’re not certain how 
long this will go on for, or whether she’ll always be up and down, but 
what they hope is that as her muscles get stronger that will hold her 
joints together. Once joints hold together then hopefully the pains is 
going to go but the consultant said they can’t say how long but she
does hope doesn’t she that in a couple of years or whatever it will get
better.
328. I: And how did it affect you two at the beginning?
329. F: Well just a worrying time really and as we said before it felt very
frustrating that’s the main word that we keep using. It was totally 
frustrating.
332. M: Yeah. We just went from day to day, we went to the next doctors
appointment, went to see the next consultant and then you had to go 
from there, what they said to what to do next but we knew that there 
was something wrong.
336. F: The relationship wise, I don’t think it, perhaps we were a bit more
niggly with each other possibly but..
338. M: We tend to just get on with things anyway don’t we?
339. D: Yep
340. I: What about the family as a whole?
341. F: I think everyone just accepts it now, that’s how Joanna is.
342. I: We talked a little bit at the beginning of your understanding of
why she has the pain, can you just go into more detail for me about 
the primary cause?
345. F: It initially started when she stretched the nerves in her shoulder and
everything sort of led on from that really, didn’t it.
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347. M: Yeah
348. F: I’m trying to think, it was so long ago.
349. I: So she stretched her nerves, can you tell me about that?
350. F: We’d gone to Legoland and the kids were playing on the climbing
frame and she pulled her younger brother up on one of the climbing 
frames and came home in the car she said oh my shoulcier feels funny 
and she woke up the next morning it was... she got lots of pins and 
needles down her arm and the bottom half of her arm went really numb
355. M: And the top half was very sensitive um, and they said she’d stretched
the nerves in her shoulder and then about a week or two later when she 
couldn’t walk and they said that it wasn’t connected to her nerves 
stretched they said it wasn’t connected in any way but what they did 
say that it could be the way she was walking differently because she 
was carrying her arm differently she was walking differently so her 
body would have been in an awkward position but that’s when they 
started saying it was psychological
363. F: But we’ve since found out that with hypermobility you can have a
trauma like she had with her shoulder and then for some reason which 
they don’t know why it seems to kick off and you have these other 
problems
367. I: So how have you made sense of that leap between something
happening and then it creating this long-term pain?
369. F: At the time we didn’t understand them saying there’s no connection
between the two because we thought well its pretty obvious to us that 
there must be some connection she’s done something to a nerve 
somewhere else so that was hard to take when they just said oh no 
that’s nothing to do with it - what was the question again?
374. I: Well I suppose I was thinking about the jump from pulling your
muscles to (Interrupted)
376. M: If it hadn’t been that then it could have been something else that would
have triggered it off, I think it must have been, she must have just 
caught her body in an awkward position and stretched, her ligaments 
are more stretchy than most peoples so she could have put some, you 
can easily dislocate things, she could have dislocated something or 
something like that but they didn’t seem to ever look at that, they never 
looked at it because one consultant said its, actually it was on a 
telephone call without even seeing her he said ‘oh its psychological’ 
and that was it and that’s when it started and once it was on her records 
they didn’t seem to look any further. And it was us who actually went
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and said oh what about hypermobility and we kept saying it and they 
said ‘oh no’, they kept saying no about it didn’t they and it was just 
being persistent and not giving in to them and just accepting it because 
we knew something was wrong.
390. I: And do you feel that the hypermobility diagnosis gives you enough
answers about what’s going on?
392. F: I would still like to know more but I think there’s a lot that the
consultants themselves don’t know
394. M: Fm quite happy because we’ve joined the hypermobility syndrome
association and the information they give is ever so good and from that 
we can see and other people’s experiences and you know that I think is 
really good. And it does say in there that people are still, that scientists 
are still looking into it because its not something they know everything 
about so
400. F: You always assume that doctors and consultants know everything
about •
the body and you’ve got answers for everything but um things like this 
I don’t think they really understand how signals from the brain get to 
different parts of the body, how it all works and why sometimes it 
doesn’t, so its still a bit of a grey unknown area. I think Joanna falls 
into that unfortunately. It would be nice to say oh yeah you’ve broken 
your leg and you’re in plaster for 6 weeks and then after that your O.K.
407. I: Yeah, so there is a sense that some questions are answered and
some aren’t, what’s that like?
409. F: There’s not a lot you can do about it, you just have to accept it, forget
it, its frustrating
411. I: What about schooling for Joanna, has it affected her there?
412. F: Well she did have a fair amount off when she was first in a wheel chair
and the school didn’t really want to have her in the school not knowing 
what the problem was because (interrupted)
415. M: For health and safety reasons really, they needed to know what was
wrong before they really wanted to take her on but then people couldn’t 
tell us what was wrong with her so she was off for about 13 weeks from 
school but they were very helpful I mean we had like a social, welfare 
officer came round, she was ever so helpful because she knew how 
much Joanna wanted to do work um she was helpful, also the school’s 
got a very good learning support so once they knew what was wrong 
with Joanna they took her straight back and they’ve got all the facilities 
for wheel chairs. I go in and speak to the head of the learning support 
so once that was sorted, and they were sending a lot of homework cos
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she had work at home so she did a lot of work at home so although she 
wasn’t in she was still working. It still would have been better if she’d 
been in school., but then since then she goes through phases where she 
just does half days, there’s the support of the school
429. I: Is recovery something you talk about as a family?
430. F: I don’t think we do really, just I think there’s an assumption that she
will get over it sometime but we don’t sit down (interrupted)
432. M: No, it’s the condition she’s got its something she’s bom with, not
something that’s going to go away so we just hope with that she’s able 
to deal with it or her body. When she’s got over adolescence we’re 
hoping then that its going to be a bit better because she can make sure 
she keeps the muscles strong and her body will have grown then that’s 
what we’re hoping but even then you know if she goes, she’ll still go 
back in the wheel chair
439. I; Is that something that the hypermobility association talk about -
adolescence being a particularly difficult time for people with this?
441. F: I think its getting people to understand that they have got a condition
like that rather than just saying that it is all in the mind.
443. I: Can you explain that a bit more for me?
444. F: Well its just where people don’t tend to accept, probably because
they’re not aware of the condition she has got and because they’re not 
aware of that condition they can’t diagnose it and the only thing they 
can relate it back to is oh you must be imaging this pain because I can’t 
find anything physically wrong with you (intermpted)
449. M: And because adolescence is a time of, because they actually did say to
us first of all ‘oh adolescent girls very often do have psychological 
problems because its there age’ basically so when hypermobility is 
shown in adolescence its not always diagnosed because they see it as 
being adolescent thing that they’re going through all these changes in 
their life in fact its not its actually something physical but it can hit, 
some people who have hypermobility syndrome don’t shown signs of 
pain or anything till they’re older. I think they seem to think that it does 
come out quite a lot in adolescence though because the body’s growing 
so fast. I think that’s what it said in the leaflets about adolescence, 
sometimes after adolescence, you know, it calms down a bit.
460. F: Just take our GP for example he hadn’t really heard of it. When we
first spoke about it he pooh poohed it and umed and hahed -  when we 
went back the second time the doctor he got to the effort of looking it 
up because he was able to perform a test, some sort of test you could 
carry out and he could just do these basic tests to determine whether he
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had or hadn’t got hypermobility so he wasn’t aware of it but 
(interrupted)
467. M; Some people are aware of hypermobility um a lot of people are
hypermobile but its when you have the syndrome it affects all the 
ligaments and muscles and everything else. You can be hypermobile 
and not have the syndrome because I ’ve got a bit of hypermobility in 
my lower back and hips but I don’t have the syndrome.
472. I: Right, so the syndrome is when the pain comes about?
473. M: Yes, that’s when, the syndrome is when you have problems with being
hypermobile.
475. I: So when you finally got to see Professor -— was she able to confirm
your thoughts about the diagnosis?
477. F: Yes, she said straight away she’s got this and she’s got that, yes she’s
hypermobile, she’s got the syndrome, she just took it as fact, why’s she 
here its so obvious she’s got it. It was a process we had to go through
480. M: Because we’d been trying to find things that it could be it wasn’t until
the osteopath said to us ‘there’s hypermobility in her back’ then we 
could go and look up that and see what it said about it before then we 
were just trying to think of things it could be because we knew 
something was wrong and it was sort of like us trying to be detectives, 
trying to find out what it was but apparently from the hypermobility 
association it is quite a normal thing to go through, so, I don’t think 
things show up on MRI scans, things like that, so scientifically things 
are coming back and presented to consultants as there’s nothing here, 
its more of the hands on things really
490. I: And has someone been able to explain to you, or maybe you could
explain to me, how some people can be hypermobile and not have 
the pain and then other people are but do have the pain?
493. F: Its to do with
494. M: The connective tissues, the ligaments, cos with hypermobility you have
flexible joints but people with the syndrome have stretchy ligaments as 
well as the ligament stretch its more easy to get injuries to overstretch 
and also, I don’t know how it effects the muscles?
495. F: Muscles are less...
496. M: I think it’s mainly the ligaments
497. F: The muscles aren’t somehow aren’t able to support the joints as they
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should do, that’s why you have to go through all these exercises to try 
and build up
500. M: Because they rely more on their muscles to keep the joints together.
The ligaments are too stretchy.
502. I; It sounds like you have reached a place where you’re
understanding it and making sense of it and (interrupted)
504. M: Yes, yes
505. F: Eventually, yeah. It’s still hard to sort of..
506. M: I accept it, I understand. Just basically get on with it really and just
hope that at some time she’s going to be without the pain for longer 
than she is now. Sometimes she’ll go through a few weeks when she’s 
not to bad, you just hope that those times get more and the bad time get 
less.
511. I: Do you think that’s happening?
512. M: I think she’s getting older, when she can’t walk, the length of time
when she can’t walk has got shorter but in between when she can walk 
that is getting shorter, so whether that’s her continuing to do exercises 
or whether she’s, she’s grown quite a lot she didn’t quite make, she 
seemed to have a growth spurt and that’s when she was quite bad at 
one point, wasn’t she? It seems to, and I think she’s finding it better 
now cos she knows what’s wrong and she knows how to deal with the 
pain better and I think it has got easier.
520. I; If we can just go back to thinking about recovery again, we’ve
talked a little bit about what might need to happen for this, do you 
have any thoughts about who would need to be involved?
523. F: I think the recovery process is a lot of involvement with the phyios,
getting Joanna, knowing which exercises to do, she does now, not 
really, I think a lot of it really is now down to her self-motivation
526. M: And understanding her own body basically
527. F: Yeah, I think probably the physio side of things, they’ve probably
taught her most of what she needs to know. Their real involvement I 
think is to give her, when she is bad, is to give her the encouragement 
that she needs to try and get her mobile again
531. I: And if Joanna was here would she agree with you that it was down
to her now?
533. F: I think she would probably to a large extent agree.
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534. M: Yeah, yeah
535. I: Do you think she’d have any more ideas about that?
536. M: I think she would want more physio, I think she would like more
physio really, I think that helps her. I think she knows that she’s just 
got to learn about her own body.
539. F: I think the main help was um, she had seen an osteopath in the past, its
just whether he could help easing the pain, doing the things that they do 
with the joints.
542. I: Is there anything else that you think would be important for me to
know about?
544. F: I don’t think so
545. M: I can’t think of anything else
546. I: Well, if there’s nothing else that you think I need to know about,
thank you very much for coming along and talking to me
547. M: That’s O.K.
548. F: I hope it helped
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